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Contact Instructions and Suggested Citation 

If you have questions about the World Trade Center Health Registry that are not covered in this 
manual, please contact: 

Robert Brackbill, PhD MPH 
Principal Investigator 
World Trade Center Health Registry 
New York City Department of Health and Mental Hygiene 
125 Worth Street, Room 202, CN-6 
New York, NY 10013 
Tel: 212-442-1585 
E-mail: wtchr@health.nyc.gov 

For additional information regarding the World Trade Center Health Registry, visit 
http://www.wtcregistry.org 

Suggested Citation: 
RTI International, New York City Department of Health and Mental Hygiene, and the Agency for 
Toxic Substances and Disease Registry. World Trade Center Health Registry: Data File User’s 
Manual. Paul Pulliam, Lisa Thalji, Laura DiGrande, Megan Perrin, Deborah Walker, Melissa Dolan, 
Suzanne Triplett, Elizabeth Dean, Eric Peele, Robert Brackbill. New York, New York: April 2006.    
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Chapter 1: Introduction 

1. Overview of the Data File User’s Manual 

This manual provides documentation to familiarize data users with the design, methodology, data 
collection, and data processing of the World Trade Center Health Registry (WTCHR). Following this 
introductory chapter, Chapter 2 summarizes the instrument development process and content. Chapter 
3 details the approach used to recruit the WTCHR cohort. Chapter 4 covers the methods used to collect 
data from registrants and the results of the data collection effort. Chapter 5 describes how data were 
processed, and Chapter 6 guides data users through key elements of using the data file, including 
questionnaire flags, indicators, and derived variables. Appendix A provides the baseline questionnaire, 
and Appendix B provides the baseline codebook and details of derived variables. 

Data reported in this manual reflect the WTCHR questionnaire data files as of November 2005.  The 
following two RTI reports, cleared through the ATSDR technical review process, present 
methodological and statistical details beyond the scope of this manual: 

• Sample Building and Denominator Estimation 

• Explanation and Calculation of Outcome Rates 

These reports are expected to be posted to the WTCHR website (www.wtcregistry.org) in early 2006.  
For more information please contact the WTCHR Principal Investigator. 

1.1 Overview of the World Trade Center Health Registry (WTCHR) 

Immediately following the World Trade Center (WTC) terrorist attacks of September 11, 2001, the 
New York City Department of Health and Mental Hygiene (NYC DOHMH) and other environmental 
health experts became concerned about several potential health issues of the exposed populations. 
First, it was not immediately known what environmental toxins were released from the collapsed 
buildings and ensuing fires, and how such toxins or irritants would affect the health of residents and 
office workers in the vicinity, and first responders. Second, there was equal concern about the mental 
health needs of the population attacked as well as those responding to the disaster. Additionally, there 
were concerns about the injuries suffered by survivors and responders.  

The NYC DOHMH proposed that a registry of persons exposed to the dust, airborne particulates, and 
fumes from the fires and the events of 9/11/2001 was necessary to document the populations’ post-
9/11/2001 baseline physical health and mental health status, and would be an investment in 
researchers’ ability to understand any long term health effects of the disaster and its aftermath. In 
January 2002, NYC DOHMH drafted a protocol for a WTCHR and submitted a request for funding to 
the Centers for Disease Control and Prevention (CDC). The federal Agency for Toxic Substances and 
Disease Registry (ATSDR) consulted with NYC DOHMH and contributed its extensive experience in 
developing protocols for health investigations of populations exposed to toxic substances. NYC 
DOHMH and ATSDR worked collaboratively to finalize the protocol for the WTCHR. In July 2002, 
ATSDR secured funding from the Federal Emergency Management Agency (FEMA) for the initiation 
of the WTCHR. 

Registries have been used for over 30 years to study the extent of health problems from exposures to 
environmental contamination and disasters. A registry, unlike most epidemiological studies, allows 
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participation of all exposed persons willing to enroll. Registries can enable long-term evaluation of 
health effects, and subjects for more structured studies may be selected from the registry cohort. 

After careful planning and expert consultation on the development of the scientific approach, the 
WTCHR began data collection on September 5, 2003. Data collection continued through November 
20, 2004. Over 71,000 persons were enrolled in the WTCHR. 

Health and behavioral re-surveys of the population will be conducted periodically (approximately 
every 2-3 years), and registrant records will be matched periodically to death and cancer registries and 
to hospitalization records. 

1.2 Objectives and Design 

The World Trade Center Health Registry was established so that health experts can systematically 
evaluate the long-term health consequences of the attacks of 9/11/2001, inform those individuals at 
risk, and improve preparedness for future emergencies. The WTCHR has a number of features that 
make it a unique resource for health experts around the country who wish to conduct additional studies 
involving carefully selected sub-populations from the WTCHR and, where appropriate, that include 
physical exams and laboratory tests.  

Features of the WTCHR include: 

• A large, diverse population (> 71,000 enrollees) of whom 91% consented at the time of enrollment 
to be contacted in the future about 9/11/2001-related studies 

• Inclusion of groups not well studied by others 
• Accessibility to outside researchers 
• A large proportion of enrollees provided email addresses 
• Availability of comprehensive denominator and coverage information 
• Comparison data available for NYC residents. 

The WTCHR is designed to: 

• identify and register individuals who were within close proximity of the disaster on 9/11/2001, or 
who lived, worked or attended school near the disaster, or who worked or volunteered at the WTC 
site, at the Staten Island Recovery Operations, or on the barges transporting WTC materials; 

• assess the occurrence of acute injuries, acute respiratory problems, and chronic or long-term health 
and mental health effects associated with exposure to the events of 9/11/2001 or its aftermath; 

• follow registrants over time to determine whether there is an increase in the development of 
significant health problems, such as respiratory ailments, work-related disabilities, or mental health 
outcomes; 

• generate hypotheses for future and follow-up studies; 

• provide a source for selection of individuals for other scientifically relevant studies; 

• plan and target public information and health education in relation to the WTC disaster and its 
aftermath; and 
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• provide information that will be useful for devising preventive measures to reduce injuries and 
fatalities and informing public policy in future natural or human-made events. 

1.2.1 Populations Included in the World Trade Center Health Registry 

To achieve these objectives, target populations were selected for the WTCHR based on the following 
criteria: exposure to the actual event; exposure to the immediate aftermath of the attack; ongoing 
exposures related to rescue, recovery and clean-up of the WTC site or living, working, or attending 
school in the lower Manhattan area. The World Trade Center Health Registry targeted the following 
populations that met the exposure criteria described above: 

1. Workers and volunteers involved in rescue, recovery, clean-up, or other disaster-related 
activities at the WTC site and/or at the Staten Island Recovery Operations or on transport 
barges for at least one shift anytime from September 11, 2001 through June 30, 2002: 
Workers at the WTC disaster site may have been exposed to potentially toxic contaminants at 
levels sometimes exceeding regulatory limits and with unknown synergistic effects; faced risks of 
physical injury from falls, burns and other safety hazards; and have experienced trauma from the 
loss of colleagues and other disturbing experiences. At the Staten Island Recovery Operations or on 
the barges transporting materials, workers may have also been exposed to potentially toxic 
contaminants at levels exceeding regulatory limits in the course of their work of sifting or moving 
materials, including remains, from the WTC disaster site. Throughout this manual, we refer to 
this sample type as “workers and volunteers.” 

2. Persons whose primary residence was south of Canal Street on September 11, 2001: 
Residents, including adults and children, of lower Manhattan on September 11, 2001 whose 
primary residence was close to the disaster site may have had an increased risk of exposure to 
potentially toxic contaminants if they were at home at any time between September 11, 2001 and 
December 31, 2001. Many residents were also displaced from their homes, had concerns about 
toxic exposures, and had potential exposure to traumatic events and/or rescue and clean-up efforts. 
Throughout this manual, we refer to this sample type as “residents.” 

3. Students who were enrolled in a nursery school/daycare, elementary, middle, or high school 
south of Canal Street on September 11, 2001 and staff persons employed in a nursery 
school/daycare, elementary, middle, or high school south of Canal Street on September 11, 
2001: 
Many students and school staff associated with schools (pre-K-12) south of Canal Street were near 
a cloud of dust and debris, had to be evacuated, were exposed to the fumes and particulate material 
of the fire, or were potentially exposed to traumatic events. Many staff who were employed in a 
school south of Chambers Street on September 11, 2001 were already eligible for the WTCHR as 
building occupants, people in transit, or pedestrians south of Chambers Street. Similarly, many 
staff in schools north of Chambers Street were eligible as people in transit or pedestrians south of 
Chambers Street (if they were on their way to work and were at some point during their commute 
south of Chambers Street anytime between the time of the first plane impact and noon on 
September 11, 2001). Because WTCHR staff attempted to enroll children in all schools (preK-12th 
grades) south of Canal Street, it was deemed appropriate to also attempt to enroll all staff in 
schools (preK-12th grades) south of Canal Street. Throughout this manual, we refer to this 
sample type as “students and school staff” and as “students and staff.”  

4. Persons present south of Chambers Street in Manhattan on September 11, 2001 any time 
between the first plane impact and noon (this includes persons who were in collapsed or 
damaged buildings, people in other buildings, and people in transit or outdoors): 
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Occupants in buildings, and people in transit or pedestrians in and near the WTC on the morning of 
September 11, 2001 had a high risk of potential or actual injury from burns, falling or exploding 
debris, glass, and trampling; exposure to a variety of potentially toxic contaminants; and potential 
exposure to traumatic events. Throughout this manual we refer to this sample type as “building 
occupants, people in transit, and pedestrians” and “building occupants.” 

Among the 71,437 registrants who completed interviews, approximately 25% are eligible in more than 
one of the sample types above. Each registrant completing an interview was placed in one or more of 
the four sample types based on his or her responses. The four sample types were ranked and registrants 
were assigned to the highest ranked sample type for which they were eligible. The order of sample 
types in the ranking was: workers and volunteers; residents; students and school staff; and building 
occupants. Sample types with the highest potential for continuing exposure were ranked the highest 
(i.e., workers and residents), whereas sample types that had substantial overlap with other sample types 
were ranked lower (i.e., many students were also residents). 

The four sample types are divided into two groups. Group 1 is considered higher priority because they 
are among those considered to be the most highly exposed to the environmental effects of the disaster 
and generally consist of those individuals in greatest physical proximity to the WTC site either on 
September 11, 2001 or during the subsequent clean-up. Group 1 consists of all workers and volunteers 
involved in rescue, recovery, or clean-up at the WTC site, the Staten Island Recovery Operations, or on 
the barges for at least one shift any time between September 11, 2001 and June 30, 2002; people whose 
primary residence was south of Chambers Street on September 11, 2001; students and school staff 
enrolled or employed in schools or day cares south of Canal Street on September 11, 2001; and persons 
working in one of the 35 buildings or the 3 structures damaged or destroyed on September 11, 2001. 
Group 2 consists of people whose primary residence was south of Canal Street but north of Chambers 
Street on September 11, 2001; and building occupants, people in transit, or pedestrians who were south 
of Chambers Street on September 11, 2001, but not in the 35 damaged or destroyed buildings or the 3 
damaged or destroyed structures on September 11, 2001. Figure 1 shows a map of lower Manhattan 
with the Chambers Street and Canal Street boundaries identified in relation to the WTC site and the 
location of the 35 damaged or destroyed buildings and the 3 damaged or destroyed structures. The 
damaged structures include the Winter Garden, North Bridge, and South Bridge.  
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Figure 1: Map of Target Area for World Trade Center Health Registry 

 
 
1.2.2 Populations Excluded from the World Trade Center Health Registry 

The World Trade Center Health Registry excludes the following populations: 

1. Persons who perished on September 11, 2001 as a result of the attacks: 
The primary goal of the WTCHR is to assess the long-term physical and mental health of survivors 
of the WTC disaster, responders and people who lived or attended school near the WTC site.  

2. Persons who were employed south of Chambers Street on September 11, 2001 but who were 
not present on the morning of September 11, 2001 between the time of the first plane impact 
and noon: 
A priority of the WTCHR is to include populations that had the highest likelihood of being exposed 
to either the psychological trauma of the disaster or to materials released by the plane crashes and 
building attacks. Many people who were south of Chambers Street on the morning of September 
11, 2001 experienced enveloping dust and debris clouds after the buildings collapsed as well as the 
trauma of seeing people killed or injured and subsequent evacuation. It is recognized that people 
who were not present on September 11, 2001 and who returned to their place of work south of 
Chambers Street after September 11, 2001 were exposed to smoke and fumes. However, these 
persons did not have the range of exposures that other eligibility groups had. 
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3. Spouses and children of persons who perished on September 11, 2001 as a result of the 
attacks: 
We recognize the additional anguish and potential mental health effects for families of those who 
were killed on September 11, 2001. However, the primary goal of the WTCHR is to assess the 
impact on populations that were exposed to the physical as well as the psychological elements of 
the disaster. Some studies and remediation efforts were initiated soon after the disaster focusing on 
these highly vulnerable individuals, including, for instance, studies on the emotional and 
psychological impact of the WTC disaster on children (Hoven et al, 2005). 

4. Persons who live or work outside of lower Manhattan who were exposed to dust clouds and 
fumes resulting from the WTC disaster: 
Data suggest that lower Manhattan was the area most heavily affected by the events of September 
11, 2001, in terms of both physical and mental health exposures. The WTCHR did not enroll 
persons outside of lower Manhattan who were exposed to dust clouds and fumes resulting from the 
disaster primarily due to limitations of resources. Information about the effects of exposure on 
those populations in lower Manhattan that had the highest exposure to the events of September 11, 
2001 may be generalized to other populations who also may have been exposed to the dust clouds 
and fumes, but exposed to a lesser degree.  

1.3 Guidelines for External Researchers 

Researchers may submit an application to request WTCHR de-identified data or request DOHMH to 
send information to WTCHR enrollees about participating in their study. Guidelines for External 
Researchers, including an application, are available on the NYC DOHMH WTCHR website: 
http://www.wtcregistry.org. Researchers may also contact the NYC DOHMH WTCHR program 
directly at (212) 442-1585.  
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Chapter 2: Instrumentation 

2. Instrumentation 

The data collection instrument for the WTCHR survey is designed to determine eligibility of potential 
registrants; to collect baseline data on exposure, and physical and mental health; and to collect 
demographic and contact information. The instrument accommodates both inbound calls from and 
outbound calls to potential registrants. An abbreviated version of the survey was used for eligibility 
screening purposes during high-volume inbound call situations. Callers screened during high volume 
call periods and determined to be eligible were called back for a complete interview.  

The interview also includes scripts for collecting the registrant’s consent to the interview, consent to be 
informed of future research, and consent to receive future health information on other topics from the 
NYC DOHMH. The questionnaire was translated into three languages in addition to English: Spanish, 
Mandarin, and Cantonese. Interviews were conducted in these four languages. For other languages, 
interviewers used a language translation service to conduct the interview in the language of the 
registrant. See the baseline questionnaire in Appendix A.  

2.1 Instrument Development 

The WTCHR instrument was developed through an iterative process in which revisions were made as 
a result of a formal questionnaire appraisal and cognitive interviewing.  

2.1.1 Questionnaire Appraisal 

Survey methodologists employed RTI International’s Question Appraisal System (QAS) in order to 
evaluate potential problems with the WTCHR questionnaire. The QAS is a structured, standardized 
instrument review methodology that assists a survey design expert in evaluating questions relative to 
the tasks they require of respondents, specifically with regard to how respondents understand and react 
to survey questions. The QAS allows the reviewer to evaluate the structure and effectiveness of the 
questionnaire form itself. It is a coding system (i.e., item taxonomy) that describes the cognitive 
demands of the questionnaire and documents the question features that are likely to lead to response 
error. These potential errors include errors related to comprehension, task definition, information 
retrieval, judgment, and response generation (Willis and Lessler, 1999). After the QAS results were 
submitted, a round of questionnaire changes were made before finalizing the version of the instrument 
used for cognitive interviewing.  

2.1.2 Cognitive Interviews 

The instrumentation process included a cognitive interview pilot test of the WTCHR draft interview. 
Cognitive interviewing is a pretest methodology that makes use of “think-aloud” interviewing and 
other question probing techniques. A “think aloud” interview is one in which the respondent is 
instructed to tell the interviewer everything he or she is thinking about while answering a survey 
question. Think aloud techniques are supplemented with concurrent (during the interview) or 
retrospective (in a debriefing interview after completing the survey) probes. Cognitive interviewing 
provides detailed information on questionnaire design issues such as the degree to which questions are 
comprehended, memory search strategies used, the ability of respondents to make calculations and 
judgments, and the coverage of the response domain by the response options provided. Table 1 
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provides details on the cognitive interviews conducted for the WTCHR. Cognitive interviews were 
conducted in all four primary interview languages. 

Table 1: Cognitive Interviews by Sample Type and Language 

 

Workers/ 
Volunteers: 
WTC Site 
Workers 

Workers/ 
Volunteers: 

Staten Island 
Recovery 

Operations 
and Barge 
Workers 

Residents: 
South of 

Chambers

Residents: 
Chambers 
to Canal 

Students/ 
Staff: 

School Staff

Students/ 
Staff: 
School 

Students 

Building 
Occupants*: 

Damaged 
Buildings 

Building 
Occupants: 

Other 
Buildings 
& Areas 

Total 
Interviews 

English 
Interviews 4 3 6 1 2 4 9  12  41 

Spanish 
Interviews 2        2  4 

Cantonese 
Interviews    1     1  2 

Mandarin 
Interviews         1  1 

Total 6 3 6 2 2 4 9  16  48 

* Includes building occupants, people in transit, and pedestrians 

In addition to the 48 cognitive interviews, 21 timing interviews were conducted by telephone to 
estimate the questionnaire length and the duration of individual sections.  

2.2 Determining Eligibility 

The WTCHR interview begins with an assessment of language and the need for a proxy, as well as 
collection of the respondent’s name and age. The section determining the respondent’s eligibility 
follows a brief consent script. Eligibility is determined by whether a respondent meets at least one of 
the following criteria for each of the four sample types. 

Workers and Volunteers: 

• Working at least one shift at the World Trade Center site providing rescue, recovery, clean-up, 
construction, support or volunteer services between September 11, 2001 and June 30, 2002 

• Working at least one shift at the World Trade Center Recovery Operations on Staten Island or on a 
barge between September 12, 2001 and June 30, 2002 

Residents: 

• Primary residence in lower Manhattan south of Canal Street on September 11, 2001 

Students and School Staff: 

• Enrolled in a day care, preschool, elementary, middle, or high school in Manhattan south of Canal 
Street on September 11, 2001 

• Employee in a day care, preschool, elementary, middle, or high school in Manhattan south of Canal 
Street on September 11, 2001 



World Trade Center Health Registry, Data File User’s Manual 
9 

Building Occupants, People in Transit, and Pedestrians: 

• Present in transit (e.g. on a subway or bus), on the street or in a building south of Chambers Street 
anytime between 8:46 AM (the time of the first plane impact) and 12:00 PM on September 11, 
2001 

If the respondent was deemed eligible according to any of these criteria, a more detailed consent was 
administered and then the full interview was conducted. Individuals deemed ineligible were thanked 
for their time, and then the interview was concluded.  

2.3 Content Areas of the WTCHR Instrument 

The WTCHR instrument includes several series of questions specifically tailored to each eligibility 
group, health questions, and demographic, contacting, and locating questions. Each section of the 
questionnaire is briefly described in Table 2 below.  

Table 2: Content of the WTCHR Questionnaire 

Questionnaire 
Section Content 

Applies 
To 

Eligibility Eligibility determination questions, informed consent  All respondents 

Deceased Basic demographic information on deceased registrants Deceased registrants 

Student Enrollment in school on September 11, 2001 and return to school 
after the event Students 

School Staff Employment in school on September 11, 2001, and return to school 
after the event School staff 

Occupant/Transit/ 
Passerby 

Location in building(s) or in transit or on the street on the morning of 
September 11, 2001 

Building Occupants, 
People in Transit, and 
Pedestrians 

Exposure Proximity to dust cloud, duration in dust cloud and traumatic events 
witnessed on morning of September 11, 2001 Living registrants 

Worker 
Days worked and type of activity at the WTC site or at the WTC 
Recovery Operation on Staten Island or a barge between September 
11, 2001 and June 30, 2001 

Workers/Volunteers 

Resident Date returned and days spent in home (if evacuated),and how and 
when home was cleaned after September 11, 2001 Residents 

Physical Health Physical health symptoms and conditions before and after September 
11, 2001 Living registrants 

Mental Health Mental health symptoms and probable conditions since September 
11, 2001 Living registrants 

Demographics Basic demographic information Living registrants 

Contact and Locate Information for contacting registrants in the future Living registrants 

 

2.4 Translation of the WTCHR Instrument 

In addition to the English version, the WTCHR instrument was translated into three languages. 
Portions of the instrument were pre-tested in all four languages as part of the cognitive interviewing. 
Of the total completed interviews for WTCHR, 95% were completed in English, 1.9% in Spanish, 
1.5% in Cantonese, and almost 1% in Mandarin, and 0.4% in other languages through the real-time 
interpretation service. 
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Chapter 3: Recruitment 

3. Recruitment Methods for the WTCHR 

To maximize the number of registrants identified and enrolled, the WTCHR used a multi-pronged 
recruitment strategy including public health outreach, collection of lists of eligible persons, and self-
identification through a toll-free number and website. This recruitment approach allowed potential 
registrants to be identified from multiple and varied sources, thus maximizing WTCHR enrollment 
coverage. Key elements of the WTCHR recruitment approach included partnerships with other key 
agencies and organizations, contacting eligible entities to request lists of eligible persons and their 
contact information, developing motivational messages to present the WTCHR to the public and to 
encourage eligible persons to enroll, media campaigns to build awareness and communicate the 
messages, public forums to engage community leaders and potential registrants, and establishing a 
hotline to respond to inquiries in multiple (English, Spanish, Mandarin and Cantonese) languages and 
an informational and pre-enrollment website. Specific details on the methods of recruitment for the 
WTCHR are described in the following sections. 

3.1 Outreach and Media Campaign 

Outreach and media campaigns were initiated during the enrollment phase of the WTCHR to build 
awareness of the program, encourage cooperation among those contacted for an interview, and 
encourage self-identification for enrollment. The primary goals of the community outreach campaign 
were to inform the target populations of the existence of the WTCHR, to motivate these populations to 
enroll, and to promote the project to other eligible persons. Additionally, the outreach campaign 
needed to reach hard-to-find individuals who might not appear on lists (e.g., undocumented workers, 
students who graduated since 9/11/2001, highly mobile construction workers), and to be accessible to 
diverse ethnic and cultural groups.  

The plan for outreach was flexible and multi-faceted. A key component of the WTCHR outreach 
strategy was participation in public forums. Targeted efforts were needed to inform key organizations 
of the WTCHR and address their concerns. Responding to and meeting with eligible organization 
members was a significant aspect of outreach on the WTCHR. Forums to describe the WTCHR and 
answer questions were held with the constituents of both small and large organizations, from parent-
teacher associations to tenant associations to large unions. In many cases, leaders of community-based 
organizations and businesses served as important intermediaries to gain cooperation from their 
constituents. These leaders promoted the WTCHR through placement of outreach materials, emails, 
mailings, and providing community space for informational outreach booths or private space for 
interviewing eligible members.  

Another component of the outreach strategy was a media campaign. The WTCHR received periodic 
media attention through newspaper, radio, and television spots, and announcements throughout the 
enrollment period, primarily following NYC DOHMH and ATSDR press releases. A variety of 
WTCHR outreach materials, including posters, brochures, and palm cards, were developed, tested, and 
distributed to the target populations. All outreach materials were available in English, Chinese and 
Spanish and included the toll-free number and the website address. Although outreach campaign 
materials communicated a uniform, consistent message about the WTCHR, the types of materials and 
modes of information dissemination were tailored to the diverse sample types eligible for enrollment. 
Table 3 provides examples of the focused outreach strategies utilized. 
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Table 3: WTCHR Outreach Strategies by Sample Type 

Sample Type Strategies for Information Dissemination 

Workers and 
Volunteers  

Subway, bus, newspaper, radio and ferry advertisements; Emails or faxes sent to members; 
Newsletter and trade magazine articles; Presentations at roll calls (e.g. Sanitation and NYPD) and 
to company officials; Electronic bulletin to responders on public health networks; Visits to police 
and fire houses; Web banner for organization website; Registration packets distributed to 
employees/members; Paycheck inserts; Placement of posters/brochures 

Residents  

Subway, bus, newspaper, radio and ferry advertisements; Information tables in building lobbies 
and at health fairs, farmers markets, film festivals; Presentations to community groups and tenant 
organizations; Placement of posters/brochures in restaurants, dry cleaners, pharmacies, physician 
offices, grocery stores, and other businesses; Informational letters sent to home addresses 

School Students 
and Staff 

Subway, bus, newspaper, radio and ferry advertisements; Presentations to PTA, principals; 
Backpack letters sent home with students; Registration packets sent by NYC Department of 
Education; Information tables before/after school and at sporting events; Placement of 
posters/brochures in schools and day cares 

Building Occupants, 
People in Transit, 
and Pedestrians 

Building Occupants of 35 Damaged or Destroyed Buildings or 3 Damaged or Destroyed 
Structures: 

Subway, bus, newspaper, radio and ferry advertisements; Email sent to employees; Newsletter 
articles; Registration packets distributed to employees; Paycheck inserts; Presentations to 
board members and building tenants; Web banner for company website; Placement of 
posters/brochures in buildings 

Occupants of other buildings, people in transit, and pedestrians south of Chambers Street: 
Subway, bus, newspaper, radio and ferry advertisements; Information tables at health fairs, 
farmers markets, film festivals; Placement of posters/brochures in restaurants, dry cleaners, 
pharmacies, physician offices, grocery stores, and other businesses 

 

3.2 Self-identification 

To maximize the number of eligible enrollees, the WTCHR established a toll-free number (i.e., 1-866-
NYC-WTCR) and public website (http://www.wtcregistry.org) to encourage potential registrants to 
enroll. The hotline was designed and equipped to handle multiple languages, with English, Spanish, 
Mandarin and Cantonese operators and a connection to a language translation service for other 
languages available. The website was created in English, but included informational pages in Chinese 
and Spanish. These methods of self-identification helped to enroll over 49,000 registrants. At the end 
of the enrollment period, a total of 29,381 persons completed interviews resulting from inbound calls 
and an additional 20,817 persons completed interviews that were initiated by web self-registrations.  

Information about the toll-free number and website was included on all public health outreach and 
registrant materials (e.g., subway posters, brochures, palm cards, lead letters, emails, press releases 
etc.). The public website was opened prior to data collection and included a link to a pre-enrollment 
contact form where potential enrollees provided their name, address, and telephone number. The pre-
enrollment page on the website was only accessible in English. The toll-free number and website were 
available throughout the duration of the WTCHR. Individuals who called the toll-free hotline were 
screened for eligibility, and, if eligible, were administered the baseline health survey. Persons who 
self-identified through the website were contacted by telephone, screened for eligibility, and 
administered the survey if eligible.  

The WTCHR toll-free number and website were initiated for data collection and continue to serve a 
variety of purposes. Inbound callers utilize the toll-free number to ask questions about the WTCHR or 
other 9/11/2001-related issues and resources, or to update their contact information. The public website 
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serves as a repository for current project information, including outreach materials, press releases, 
quarterly health reports, a copy of the baseline questionnaire, and links to other health resources. The 
website also provides a page for registrants to update their contact information and a forum for 
individuals to ask questions or provide feedback about the project. 

3.3 Obtaining Lists of Names 

The public outreach effort was coordinated with an effort to develop comprehensive lists of potential 
registrants. Building the sample of individuals eligible for the WTCHR, referred to as “list building”, 
was a critical step in establishing the WTCHR. Lists of eligible individuals in four broad categories—
workers and volunteers; residents; students and school staff; and building occupants—were collected. 
During the WTCHR enrollment period, a total of 232 lists, representing 135,553 unique potential 
registrants, were obtained and processed. There were 144 lists of workers and volunteers, 3 lists of 
residents, 9 lists of students and school staff; and 76 lists of building occupants that were imported into 
the pre-registrant database, respectively. A total of 21,239 completed interviews resulted from list 
cases, and an additional 800 completed interviews resulted from FDNY cases of individuals who self-
identified by completing a self-registration form listing their names and contact information for 
interviews at a later date.  

To develop a sample of residents, lists of potentially eligible residents were obtained. Lists of residents 
living in the catchment areas on 9/11/2001 were provided primarily from sample files purchased from 
Genesys Sampling Systems. These lists were supplemented by two lists received from targeted tenant 
organizations in buildings within the eligibility boundaries. A total of three lists were obtained for 
residents.  

The remaining sample of workers and volunteers, students and school staff, and building occupants 
was built by directly requesting information from appropriate entities. As part of the list building 
process, staff contacted representatives of eligible entities to explain the purpose of the WTCHR, 
confirm eligibility of potential registrants, and obtain a list of names with mailing addresses of 
potential registrants to send informational materials. Unique call scripts were used for organizations 
within each sample type in order to confirm eligibility. For example, contacts with businesses sought 
to confirm 9/11/2001 address, while contacts with rescue/recovery groups sought to confirm work at 
the WTC site between 9/11/2001 and 6/30/2002.  

WTCHR materials were sent to each entity to attempt to secure their cooperation. After packets of 
WTCHR materials were received, list building staff recontacted representatives of these entities to 
request that a list of all potentially eligible persons, including current contact information, be 
submitted. In addition to requesting a list, list building staff also confirmed the total number of persons 
eligible for the WTCHR, because that number may differ from the number of individuals for whom 
contact information was available on a list provided.  

Contact information and relevant notes for all entities was captured in a List Building System 
developed specifically to organize WTCHR contacting efforts. The process for identifying eligible 
organizations and entities to be contacted for lists differed by sample type, as follows: 

3.3.1 Workers and Volunteers 

The creation of a list of the various rescue, clean-up, and volunteer organizations who worked at the 
WTC site and/or Staten Island Recovery Operations or on the barges required a number of data 
sources. Responders to the WTC disaster comprise a diverse and geographically dispersed group. 
While many companies are on lists of credentialed or documented responder organizations, many are 
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not. Many of the organizations contacted are well known, including FDNY, NYPD, NYC Department 
of Sanitation, NYC Department of Design and Construction, Port Authority of New York and New 
Jersey, FEMA, American Red Cross, Salvation Army, and the construction companies responsible for 
the four quadrants of the WTC site. In collaboration with city, state, and federal agency officials, as 
well as union officials, lists of additional responding organizations and subcontractors were compiled. 
Because many of the workers involved in 9/11/2001 efforts have been targeted for other research 
studies, WTCHR project staff collaborated with other study investigators to further identify groups 
eligible for WTCHR participation. Internet data sources were also used to identify rescue/recovery 
teams that traveled to New York from other parts of the nation. A total of 670 rescue, recovery, clean-
up worker organizations and agencies, and volunteer agencies were contacted, and a total of 144 lists 
were obtained. 

3.3.2 Students and School Staff 

Public and private school data for the 2000-2001 school year are publicly available from the National 
Center for Education Statistics (NCES). Public school enrollment and staff data are available for all 
public schools in the WTCHR catchment area from the NCES’s Common Core of Data (CCD) 
(http://nces.ed.gov/ccd). Private school data came from the Private School Survey (PSS) 
(http://nces.ed.gov/surveys/pss). Each school in the eligible ZIP codes in lower Manhattan was mapped 
to determine whether or not it fell within the WTCHR catchment area. Preschools and day care centers 
within the WTCHR catchment area were identified through information from the NYC Bureau of Day 
Care. These data sources were the primary means used to identify public and private schools and 
preschools to be contacted for lists of eligible students and staff.  

Five private schools and 22 day cares and preschools were identified and contacted directly. Nine of 
these schools and daycares provided lists. 

The fourteen public schools identified were not contacted through list building. Instead, parents and 
guardians of children in the 14 eligible public schools were contacted through a mailout to parents and 
guardians conducted by the NYC Department of Education on behalf of the WTCHR. RTI supplied the 
WTCHR materials to the NYC Department of Education, which created a database of eligible parents 
and printed address labels. Over 12,000 letters were mailed to parents of students enrolled in public 
schools south of Canal Street on 9/11/2001. Additionally, a letter describing the WTCHR was sent 
home with students in public schools where the principal gave consent and agreed to distribute those 
materials.  

3.3.3 Occupants of Damaged and Destroyed Buildings and Structures  

Occupants of buildings south of Chambers Street were eligible for inclusion in the WTCHR.  To 
identify building occupants who might be eligible for the WTCHR, list building efforts were targeted 
to those organizations in one of the 35 buildings and 3 structures identified by the New York City 
Department of Buildings as damaged or destroyed after the 9/11/2001 attacks and collapse of the WTC 
towers.  The original research protocol for the World Trade Center Health Registry identified 35 
buildings or structures as damaged or destroyed per the New York City Department of Buildings. This 
list of buildings was appended after the publication of the FEMA Building Performance Study 
resulting in a total of 38 damaged or destroyed buildings or structures. The additional addresses of 45 
Park Place, 395 South End Avenue, and the WTC Concourse, were added to the WTCHR building list 
and businesses associated with these addresses were pursued. Table 4 lists the 35 building addresses 
and 3 structures (i.e., one concourse, and two pedestrian bridges) and their status. The damaged 
structures are the Winter Garden, and South Bridge.  North Bridge was destroyed. While the 
subsequent FEMA report includes identification of 55 damaged or destroyed buildings, the WTCHR 
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concentrated on those buildings originally identified by the NYC Department of Buildings and used 
the FEMA report to categorize the severity of damage to the buildings included in the WTCHR. The 
categorization of the buildings and structures listed in Table 4 was conducted by the Federal 
Emergency Management Agency (FEMA, 2002).  

The primary source of businesses to be contacted for the WTCHR is a sample list purchased from 
Genesys Sampling Systems. This list contains every business in the Genesys business database with an 
address at a damaged or destroyed building as of September 10, 2001. Genesys provided contact 
information for a total of 906 businesses. 

To maximize coverage for businesses, two additional lists of organizations were obtained. The first 
was a list of 587 businesses that the Downtown Alliance derived from Dun & Bradstreet listings as of 
August 2001. There was significant overlap between this list and the Genesys list, but it provided some 
unique records and improved the coverage of businesses. Similarly, the New York Metropolitan 
Transportation Council (NYMTC) published a report titled “Post September 11th Impacts: Inventory of 
Affected Businesses.” The businesses listed in this report lost space in the World Trade Center and 
adjacent properties that were destroyed or damaged on September 11, 2001. Some, but not all, of the 
damaged or destroyed buildings identified for the WTCHR are included in the NYMTC report. The 
NYMTC report identifies 879 businesses in the 38 damaged or destroyed buildings and structures, but 
there is significant overlap with the Genesys and Downtown Alliance lists. Since many businesses are 
included on two or three of the above list sources, duplicates were eliminated when they occurred 
across lists. 

Publicly available data on the Internet was used to supplement business identification and contacting 
efforts. The Wall Street Journal, Crain’s, Forbes, and WorldTradeAftermath.com were consulted as 
secondary sources of business information and were used to compile WTC building tenant lists. A total 
of 862 unique businesses were contacted by the WTCHR, out of the 1,212 total of uniquely identified 
businesses in the 35 damaged or destroyed buildings and 3 damaged or destroyed structures, and 76 
lists were obtained. 

The list building process is described in more detail in the Sample Building and Denominator 
Estimation report available on the WTCHR website (www.wtcregistry.org) in early 2006.  For more 
information please contact the WTCHR Principal Investigator. 
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Table 4: List of Collapsed or Damaged Buildings and Structures 

Status According to FEMA WTC 
Building Performance Study 2002 

Collapsed or Damaged 
Buildings and Structures1 

Collapse WTC 1/North Tower 
Collapse WTC 2/South Tower 
Collapse WTC 3 
Collapse WTC 7 
Collapse North Bridge 
Collapse St. Nicholas Greek Orthodox Church 
Partial Collapse WTC 4 
Partial Collapse WTC 5 
Partial Collapse WTC 6 
Partial Collapse WTC Concourse 
Major Damage West Street Building/Coal and Iron Exchange 
Major Damage Bankers Trust/Deutsche Bank/130 Liberty 
Major Damage Fiterman Hall 
Major Damage Verizon Building 
Major Damage 2 WFC/Tower B 
Major Damage 3 WFC/Tower C Annex 
Major Damage NYFD Ladder 10 
Major Damage 120 Cedar St 
Major Damage Winter Garden 
Major Damage Green Exchange Building 
Major Damage 45 Park Place 
Major Damage Engineering Building 
Moderate Damage South Bridge 
Moderate Damage Bankers Trust/Deutsche Bank/123 Washington 
Moderate Damage Bank of New York 
Moderate Damage RR Donnelly and Sons Company 
Moderate Damage WFC 1/Tower A 
Moderate Damage 110 Liberty St 
Moderate Damage Century 21 Department Store 
Moderate Damage Federal Office Building/Post Office 
Moderate Damage Gateway Plaza 
Moderate Damage 110 Greenwich St 
Moderate Damage 114 Greenwich St 
Moderate Damage One Liberty Plaza 
Moderate Damage Marriott Hotel 
Moderate Damage Millennium Hotel 
Moderate Damage 110-120 Church St 
Moderate Damage Trinity and US Realty Buildings 

1 Many of the collapsed or damaged buildings have multiple street addresses, though only one address is provided in this 
table. 

 



World Trade Center Health Registry, Data File User’s Manual 
16 

Chapter 4: Data Collection Methodology and Results 

4. Pre Data Collection Activities  

4.1 Tracing 

The process of tracing was initiated if the list or pre-enrollment contact data provided insufficient 
information for contacting a potential registrant. Tracing was critically important for locating 
individuals who had moved since the time that their contact information had been last updated. 
Beginning in August 2003, the Genesys files for residents were the first files on which tracing was 
performed.  

Tracing was conducted in two steps. First, available information from sample lists was submitted to 
vendors who matched this information with publicly available databases; this is referred to as “batch 
tracing”. Second, intensive tracing was applied to potential registrants in target populations for which a 
telephone number was lacking after batch tracing or for which a call had been attempted but the 
potential registrant was not located. In intensive tracing, trained tracing staff would attempt to locate a 
potential registrant through a series of individual, intensive locating steps. We describe each of these 
tracing steps in further detail below. 

Batch tracing, sought to: 1) decrease the number of cases that required individual, intensive tracing, 
2) decrease the cost of intensive tracing by providing tracing staff with the maximum amount of 
contacting information available for subsequent locating steps, and 3) maximize the number of cases 
that could be interviewed over the telephone rather than in person. Batch tracing was conducted on all 
cases using two steps: National Change of Address (NCOA) and Telematch. NCOA is a database 
consisting of change of address data submitted to the U.S. Postal Service. The postal service update of 
over one hundred million records takes place every two weeks and address updates are stored for three 
years. Telematch is a computerized residential telephone number service consisting of over 75 million 
current listings. 

Batches of contacting information for potential registrants were submitted first to NCOA to obtain an 
updated address (if the potential registrant had filed a change-of-address with the U.S. Postal Service). 
The WTCHR database was updated with any new information, and then records were submitted to 
Telematch for a telephone number update. New information obtained through batch tracing was 
appended to records for each potential registrant without overwriting existing information.  

The second component of tracing was intensive tracing. Intensive tracing steps were implemented for 
subgroups likely to have the highest levels of exposure (Group 1): workers and volunteers; residents 
south of Chambers Street; students and school staff; and building occupants of the 35 damaged or 
destroyed buildings and 3 damaged or destroyed structures. Particular cases routed to intensive tracing 
were those that lacked a telephone number after batch updates or cases for which a call had been 
attempted by an interviewer but the potential respondent was not located. In this intensive effort, 
tracing staff reviewed the contacting information associated with a particular registrant, other cases 
likely from the same household, locating efforts by interviewers, and prior tracing searches. If this 
review did not yield viable contacting information for a registrant, the tracer would perform a series of 
real-time searches of the contacting information available in consumer credit bureau databases that 
might help locate the particular registrant. Additionally, tracers would search a series of proprietary 
databases for contacting information that includes information culled from public and financial 
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records. Other sources that tracers used include Directory Assistance, reverse directories, residential 
sources, specialized directories, and other consumer databases.  

After intensive tracing yielded viable contacting information for a potential registrant, a tracer would 
attempt to contact the relevant household to confirm the contacting information. Both intensive tracing 
and tracing confirmation calls were conducted in the major languages used for data collection: English, 
Spanish, Cantonese, and Mandarin. Of the 25,881 potential registrants who required intensive tracing, 
viable contacting information was identified for 84.5%.  

4.2 Notification Letters 

All sampled cases obtained from a list were sent a lead letter prior to telephone contact. The lead letter 
explained the purpose, goals and sponsorship of the WTCHR. It also provided the toll-free number and 
website address.  

4.3 Interviewer Training  

All interviewers were required to complete a two-hour home study course prior to attending a two-day 
project specific training class. Persons new to interviewing also attended a one-day training on general 
interviewing techniques. Bilingual Spanish, Mandarin and Cantonese interviewers received one 
additional day of training focusing on questionnaire administration in their specific language. A total 
of 415 telephone interviewers, and 97 field interviewers attended the two-day sessions over the course 
of the data collection period. During the two-day training class, interviewers were trained on study 
protocols, questionnaire administration, and refusal avoidance. Interviewers completed classroom 
exercises and mock interviews.  

Given the sensitivity of the WTCHR and the variety of languages spoken by potential registrants, two 
special training modules were developed.  

Interviewers received training on how to handle difficult situations that might arise during interviews, 
such as when respondents reacted emotionally to questions that reminded them of their experiences on 
September 11, 2001. Interviewers were taught to recognize verbal, aural, and for in-person interviews, 
physical signs of emotional or mental distress. If the respondent exhibited minimal symptoms of stress 
such as changes in tone and volume of voice or hesitancy to answer questions, the interviewer would 
offer a break in the interview and provide information about a mental health referral service that the 
respondent could contact. If the respondent showed signs of moderate or agitated levels of distress, the 
interviewer could end the interview or transfer the caller directly to a mental health referral service. In 
the most severe cases, interviewers were to involve their supervisor and contact emergency assistance, 
keeping the respondent on line. 

Interviewers were also trained to identify the most common languages spoken in lower Manhattan and 
to request translation assistance for languages other than English, Spanish, Mandarin or Cantonese. 
Language Line, a language interpretation service, assisted with identifying the language spoken by the 
potential registrant if the determination could not be made by the interviewer.  

At the end of project training, interviewers were required to complete a certification test prior to 
contacting potential registrants. Project certification included a test of the most frequently asked 
questions about the WTCHR and administration of the questionnaire. Interviewers who failed were 
either given additional retraining and coaching or terminated. All interviewers participated in refresher 
trainings throughout the data collection period based on feedback identified from quality control 
monitoring of interviews as well as review of data frequencies. 
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4.4 Interviewing Methods 

Enrollment in the WTCHR was launched on September 5, 2003 and continued through November 20, 
2004. Data were collected by telephone using computer-assisted telephone interviewing (CATI), and 
in-person using computer-assisted personal interviewing (CAPI). Telephone interviewing was 
conducted in RTI call centers housed in lower Manhattan and in North Carolina. In-person interviews 
were completed in all five boroughs of New York City, and in parts of New York, New Jersey, and 
Connecticut. Of the 71,437 completed baseline interviews, 67,528 or 94.5% were completed by 
telephone, and 3,909 or 5.5% were completed in-person.  

4.4.1 Telephone Interviewing 

Telephone interviewers began calling list cases five days after the lead letter was mailed, and for web 
self-registrants, one day following web registration. Inbound calls from potential registrants were 
answered within one minute on average. However, if as a result of media releases or other public 
outreach efforts, the volume of incoming calls exceeded the call center’s capacity to respond to these 
calls within a three-minute wait time, a “triage mode” for calling volume was implemented. To 
respond directly to as many calls as possible during this high call volume period, the amount of time an 
interviewer spent on any given call was reduced. Interviewers administered informed consent and the 
eligibility section of the questionnaire, scheduled callbacks with eligible registrants, and thanked those 
determined as ineligible. Triage periods ranged from two to three hours at a time. For outbound calls to 
potential registrants the mean number of call attempts was 10.7, and the median number of call 
attempts was 6. The maximum call attempts ranged up to 40 calls for a small proportion of cases.  

Interviewer introductory scripts varied depending on whether the case was from a list or was self-
identified, if the registrant was known to be deceased after September 11, 2001, or if it was known that 
a proxy interview was necessary. In general, interviewers explained who they were and why they were 
calling, administered informed consent prior to collecting eligibility information, and then attempted to 
screen the potential registrant for eligibility. If the registrant was eligible, the interviewer administered 
informed consent specific to collecting the baseline questionnaire, and proceeded to administer the 
health survey. If the eligible registrant was not able to complete the health survey at that time, the 
interviewer probed for the best day and time to schedule a call back. If the eligibility screening 
questions determined the registrant to be ineligible, the interviewer explained that we were enrolling 
only people who met specific eligibility criteria and thanked them for their time.  

In order to ensure that as many potential registrants as possible were identified, all eligible registrants 
living south of Canal Street who reported more than one person living in his or her household on 
September 11, 2001 were asked to complete a household roster. Upon completing the interview with 
the eligible resident, interviewers attempted to enroll the other eligible household members at the time 
of the call, and scheduled call backs as necessary. Additional contact information was also collected 
for adults who were eligible but who were not currently residing at the September 11, 2001 address. If 
a telephone number was provided, interviewers attempted to contact the potential registrant. Any cases 
with incomplete contacting information were submitted for tracing, and subsequently routed to 
telephone interviewing once new contacting information was obtained. A total of 16,130 potential 
registrants were identified using the household roster method, but 4,209 of them were identified as 
being duplicate cases, meaning that they had already been identified as a potential registrant through 
another sample building method. Of the 11,921 new potential registrants identified through this 
method, interviews were completed with 7,011. 
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4.4.2 Field Interviewing 

Field interviewing began in March 2004 and continued through October 2004. Field interviewers 
administered the same interview and followed the same interview process as outlined above in 4.4.1 
with the exception of conducting the interviews in person with a laptop. Two categories of cases were 
identified as priorities for field interviewing: persons without telephones and Group 1 sample types for 
which the WTCHR attempted to increase response rates. Field interviewers also conducted field 
interviews at some outreach events in lower Manhattan.  

4.4.3 Proxy Interviews 

For minors under 18 years of age at the time of the interview, proxy interviews were conducted with a 
parent or guardian. Proxy interviews for adults were conducted if the eligible registrant was: (1) 
deceased after September 11, 2001, (2) mentally incompetent or (3) seriously physically disabled. In 
these instances, a parent or guardian, adult family member or another knowledgeable person provided 
consent, and completed the interview on behalf of the registrant. Potential registrants who were on 
active military duty, incarcerated, or out of the country for the duration of the data collection period 
were not actively pursued, and hence most did not enroll in the WTCHR. Note that these later three 
groups of potential registrants were treated as “not eligible” in the WTCHR coverage and response rate 
calculations.  

4.4.4 Languages of Administration 

Due to the prevalence of persons who speak languages other than English in the target populations, the 
WTCHR used a language protocol to handle interviews in these other languages. The first part of the 
protocol dealt with identifying the three most commonly spoken languages other than English in the 
New York City area, which were identified as Mandarin, Cantonese, and Spanish. The instrument was 
translated into these three languages. Bilingual telephone and field interviewers conducted the 
interview in each of these three languages using a translated version of the web-based interview 
instrument.  

The second component of the protocol involved registrants who spoke a language other than English, 
Spanish, Cantonese, or Mandarin. Interviewers were trained to identify the most common languages 
spoken in lower Manhattan and to request translation assistance for languages other than English, 
Mandarin, Cantonese and Spanish. Language Line, a vendor who provided real-time translation 
services in up to 150 languages, assisted with identification of the language spoken by the potential 
registrant if the identification could not be made by the interviewer. Telephone interviewers screened 
respondents for eligibility and then conducted the interview through an interpreter. Table 5 displays 
the number of completed interviews in each language, including proxy interviews, based on the 
language identified at the beginning of each interview, and how English, Spanish, Cantonese, 
Mandarin, and other language interviews are distributed by sample type.  
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Table 5: Completed Interviews by Language by Sample Type1 

Total 
Interviews 
Completed 

In: 

Workers/ 
Volunteers # 
of Interviews 

Residents # of 
Interviews 

Students/ 
School Staff # 
of Interviews 

Building 
Occupants # 

of Interviews2 

Total 
# of 

Interviews 

% of 
Completed 
Interviews 

English 29,637 11,077 1,522 25,799 68,035 95.2% 
Spanish 775 193 40 342 1,350 1.9% 
Cantonese 18 839 105 95 1,057 1.5% 
Mandarin 18 515 67 80 680 1.0% 
Other 217 30 2 66 315 0.4% 
Total 30,665 12,654 1,736 26,382 71,437 100.0% 

1 Data reported in this table are based on the WTCHR questionnaire data files as of November 2005.  The four sample types 
above reflect the sample ranking process described in Section 1.2.1. A total of 25% of registrants are eligible for more 
than one sample type based on interview data. 

2 Includes building occupants, people in transit, and pedestrians. 

 
4.4.5 Methods for Increasing Response Rate and Maximizing Coverage 

An overarching approach to identifying and enrolling potential registrants was the use of multiple, 
tailored strategies to spur enrollment and participation in the specific populations of interest. Each 
exposure group and type of potential registrant presented unique considerations and challenges that 
had to be effectively addressed in order to maximize enrollment. The ability to be flexible, adaptable 
and responsive to the range of awareness, attitudes, and concerns of these different groups was crucial. 

These multi-pronged strategies included a variety of tailored letters, email to non-respondents, and 
door-to-door canvassing in parts of lower Manhattan. Some strategies, for example a letter with 
eligibility postcard, were only offered during the final months of enrollment as the need for some 
eligibility information versus none became more critical. For instance, the Port Authority list of 
building occupants included a high percentage of ineligible persons. Prior to contacting individuals on 
this list for an interview, postcards were sent to them, with a request to return the postcard with 
eligibility status noted. A proportion of the potential registrants who received these postcards returned 
them with an indication that they were not eligible for the WTCHR, thereby preventing the need for 
further contact. The following list describes the key strategies to reduce non-response and maximize 
enrollment for the WTCHR:  

• Letters with an eligibility postcard to non-responding inbound, list, and web-self-registrants. 
Potential respondents were asked to return the postcard if they were not eligible. The removal of 
these ineligibles helped to better identify the sample population;  

• Email to non-responding potential registrants;  

• Thank you email to completed registrants, requesting outreach to other potential registrants;  

• Increased call attempts for hard-to-reach potential registrants; 

• Door-to-door canvassing in lower Manhattan late in the enrollment period to encourage residents to 
enroll;  
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• Letters to potential registrants responding to four types of refusals. (Refer to section 4.4.6 for a 
description of each letter.) 

Scripted messages for potential registrants’ answering machines were developed and adapted over 
time. Initial messages that were left on answering machines of potential registrants provided the 
WTCHR’s toll-free number and website address, and indicated that an interviewer would call back. 
Subsequent messages stressed the urgency for the potential registrant to call the toll-free number and 
enroll before the end of the enrollment period. The elapsed time between interviewer follow-up to an 
answering machine message was also altered, and ranged from four days initially to one day in the 
final month. 

To further maximize participation, field interviewers were deployed at certain outreach events to enroll 
registrants on the spot and conduct interviews in a private location. For example, interviewers were on 
hand during outreach activities at various buildings that included businesses, agencies or other groups 
that participated in the relief efforts or where people lived or worked in close proximity to the WTC 
site. In other instances, interviewers attended presentations to various constituency groups and were 
available to enroll registrants immediately following the event.  

4.4.6. Refusal Categorization 

Refusals from potential registrants occurred for a variety of reasons that were categorized by reason 
and strength of the refusal. This information was used to develop tailored approaches to address the 
concern raised by the potential registrant, and to determine subsequent steps. Four letters were 
developed to respond to the most common concerns expressed by potential registrants: the potential 
registrant was “too busy or not interested;” the potential registrant hung up during the introduction; the 
potential registrant indicated that they did not wish to be contacted for the WTCHR; and “the study is 
too sensitive.” Respondents were sent one of these letters depending on the nature of their documented 
reason for refusal. 

The majority of the refusals received were “soft refusals,” that is the potential registrant conveyed his 
or her concern in a non-threatening manner. Interviewers attempted up to two contacts with the 
potential registrant to address their concerns about participation and ask them to reconsider enrollment.  
Hostile refusals, including threats of legal action and other statements that indicated to the interviewer 
or project staff that the registrant was adamant about not enrolling, were not contacted a second time. 
They were finalized as nonresponse.  

4.4.7 Quality Control of Interviewing 

Quality control protocols were integrated into all technical and operational aspects of the WTCHR. 
Standard operating procedures reflecting industry best practices were used for quality control of 
activities including, but not limited to sample building, interviewing, and data processing. As 
necessary, project-specific quality control protocols were developed to supplement standard processes, 
or address areas of innovation. The following points describe the primary data quality control 
processes deployed on the WTCHR.  

• Monitoring of Telephone Completed Interviews. To ensure that WTCHR interviewers maintained 
the highest standards of data quality, 10% of the total cases worked by telephone interviewers were 
monitored. Bilingual quality control staff monitored interviews in Spanish, Mandarin, and 
Cantonese, and supervisory staff monitored interviews conducted through interpreters as well.  
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• Quality Circle Meetings. During data collection, in-person biweekly meetings were held with 
telephone interviewers to review concerns or problems identified during monitoring sessions or 
data review. These meetings also addressed protocol, process or instrument related questions, and 
served as a forum for brief retraining sessions. Quality circle meetings were also conducted with 
groups of field interviewers by telephone.  

• Verification of Field Completed Interviews. For cases completed in-person by field interviewers, 
quality control staff re-contacted registrants via telephone to confirm the interview took place. 
Overall, 10% of all field completed interviews were verified. For cases with no working telephone 
number, a verification form and business reply envelope was mailed to the registrant’s household.  

• Data Review. Review of questionnaire frequencies and related cross-tabulations was conducted to 
ensure that skip patterns were implemented correctly, and to identify any questions that contained 
high rates of item nonresponse. Verbal and written feedback was provided to interviewers to 
continuously improve the quality of the data collected, and periodic retraining sessions were held 
as necessary. Each evening reports were generated to provide project staff with information that 
related case status to various questionnaire items, reflecting a higher-level, overarching view of 
data quality and consistency. 

4.5 Data Collection Results 

The WTCHR makes available to data users a variety of rates that measure the WTCHR’s outcomes 
and the types of data available for analyses. These include outcome rates calculated overall, by sample 
type, and by unique groups, such as the Port Authority list. Table 6 presents the final WTCHR 
outcome rates. Definitions of key terms are included as footnotes to the table. Further information on 
coverage, enrollment rates, and definitions of the variables used for these calculations are found in the 
report “World Trade Center Health Registry Calculation of Outcome Rates,” which may be 
downloaded from: http://www.wtcregistry.org. 

4.5.1 Summary of Outcome Rates  

Table 6 indicates that the enrollment rate, the proportion of the true eligible population for which an 
interview was completed for the WTCHR is 17.4%. Among the 71,437 registrants who completed 
interviews, 25.3% are eligible in more than one sample type. The “World Trade Center Health 
Registry Explanation and Calculation of Outcome Rates” available at the link identified in section 4.5 
provides further information on the proportion of registrants who were eligible in more than one 
sample type.  

All sample group rates (i.e. Group 1, Group 2) are based on enrollment for each sample group 
regardless of membership in multiple groups. Enrollment is highest for Group 1 residents (37.3%) and 
lowest for Group 2 building occupants, and people in transit, and pedestrians (11.0%).  

The overall coverage rate for the WTCHR, defined as the total number of eligible registrants in the 
sample frame compared to the true eligible population is 32.9%. Overall coverage is highest for Group 
1 residents (66.2%) and lowest for Group 2 building occupants, people in transit, and pedestrians 
(12.3%). Because Group 2 building occupants, people in transit, and pedestrians were self-identifiers, 
it is expected that coverage would likely be relatively low for this sample group and type.  

The overall eligibility rate for the WTCHR, defined as the number of eligibles among those who were 
contacted and agreed to participate, is 76.9%. The eligibility rate is highest for Group 2 building 
occupants, people in transit, and pedestrians (98.5%) and lowest for Group 1 building occupants 
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(40.8%). It is expected that eligibility would be highest for groups and sample types consisting of self-
identifiers such as the Group 2 building occupants, people in transit, and pedestrians because there was 
substantial information available through the media and on the WTCHR website about eligibility for 
the WTCHR. The Group 1 building occupants include many cases originating from the Port Authority 
list.  



 

Table 6: World Trade Center Health Registry Outcome Rate Report1 

Group 1 Group 2 

Component/Rate 
Workers/ 

Volunteers Residents 
Students/ 

Staff 
Building 

Occupants
Group 1 

Total Residents 
Building 

Occupants3 
Group 2 

Total 
Unknown 
Group2 

Total 
Residents 

Total 
Building 

Occupants
Total 

Overall 

Total Preregistrants 51,899 16,355 2,608 84,435 155,297 16,834 20,933 37,767 4,880 34,087 105,368 197,944 

Total Eligibles 32,705 7,832 1,833 7,940 50,310 4,680 19,974 24,654 898 13,410 27,914 75,862 

Completed Interviews 30,665 7,511 1,736 7,905 47,817 4,327 18,477 22,804 816 12,654 26,382 71,437 

True Eligible Population4 91,469 20,157 9,971 47,228 168,825 28,948 167,496 196,444 0 49,106 214,723 365,269 

Eligibility Rate5 87.1% 81.6% 92.3% 40.8% 73.4% 88.7% 98.5% 96.5% . 85.0% 70.3% 76.9% 

Contact Rate6 81.0% 74.6% 85.5% 60.0% 72.3% 47.4% 98.1% 75.5% . 61.8% 72.5% 73.8% 

Cooperation Rate7 83.8% 75.5% 84.4% 75.4% 79.4% 61.2% 91.3% 82.9% . 70.7% 81.3% 80.5% 

Response Rate8 67.8% 56.3% 72.2% 45.2% 57.4% 29.0% 89.6% 62.6% . 43.7% 58.9% 59.4% 

Coverage Rate9 49.4% 66.2% 24.1% 37.0% 49.4% 51.6% 12.3% 18.6% . 59.0% 20.9% 32.9% 

Enrollment Rate10 33.5% 37.3% 17.4% 16.7% 27.2% 15.0% 11.0% 11.5% . 25.5% 12.0% 17.4% 
 
1 Data reported in this table are based on WTCHR questionnaire data files as of November 2005.  The four sample types above reflect the sample ranking process described in 

Section 1.2.1 A total of 25% of registrants are eligible for more than one sample type based on interview data. 
2 For an explanation of unknown group cases, see “World Trade Center Health Registry Explanation and Calculation of Outcome Rates” available at the link identified in 

section 4.5.  
3 Includes building occupants, people in transit, and pedestrians. 
4 Cells for the true eligible population account for group and sample type overlap through hierarchy of sample group and type.  The highest priority group and type 

combination under the hierarchy is Group 1 Workers.  For more information, please contact the WTCHR Principal Investigator to obtain a copy of the WTCHR report on 
outcome rates. 

5 The eligibility rate serves as an indicator of list providers’ and self-identifiers’ accuracy in identifying eligible participants.  It is equivalent to the number of eligibles among 
those who were successfully contacted and agreed to participate. 

6 The contact rate measures the proportion of all cases in which an eligible member of the sample was reached by the survey. 
7 The cooperation rate is the proportion of all cases interviewed of all eligible units ever contacted. 
8 The response rate is the number of completed interviews divided by the number of interviews plus the number of non-interviews plus cases of unknown eligibility.  Its value 

is equal to the product of the contact and cooperation rates, which for the WTCHR is equivalent to AAPOR Response Rate 4 (RR4). (American Association of Public 
Opinion Research, 2000) 

9 The extent to which the sample frame covers the true eligible population is referred to as the coverage rate.  For the total number of eligible registrants in the sample frame 
compared to the true eligible population. 

10 The enrollment rate measures the proportion of the true eligible population for which an interview was completed. 
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The eligibility rate for this list is exceptionally low and this contributes to the overall low eligibility 
rate for Group 1 building occupants because the list includes many persons who no longer worked at 
the World Trade Center or were not present on the morning of 9/11/2001.  

The overall contact rate for the WTCHR is 73.8%, that is, 73.8% of the estimated eligibles in the 
sample frame were contacted. This overall contact rate is highest for Group 2 building occupants, 
people in transit, and pedestrians (98.1%) and lowest for Group 2 residents (47.4%).  

The overall cooperation rate for the WTCHR is 80.5%, that is, of the estimated eligibles who were 
contacted, interview data are available for 80.5%. The overall cooperation rate is highest for Group 2 
building occupants, people in transit, and pedestrians (91.3%) and lowest for Group 2 residents 
(61.2%).  

The overall response rate for the WTCHR is 59.4%.1 Response rates by Group are 57.4% for Group 1 
and 62.6% for Group 2. Response rate is highest for Group 2 building occupants, people in transit, and 
pedestrians (89.6%) and lowest for Group 2 residents (29.0%). 

4.5.2 Outcomes by Methods of Enrollment 

In addition to tracking potential registrants by sample group (Group 1 vs. Group 2) and sample type as 
outlined in Table 6, RTI tracked method of enrollment into the WTCHR by designating cases as 
falling into the following categories: list, website self-registrant, and inbound caller. The cases 
originating from lists came from various businesses, organizations, and sample vendors. The cases 
originating from self-registrations came through the self-registration website, and the inbound cases 
were potential registrants who called in to complete the interview. Table 7 displays the number and 
proportion of completed interviews by method of enrollment, sample type, and group. 

4.5.3 Outcomes of Contacting the Port Authority List 

In May 2004, NYC DOHMH provided RTI with a Port Authority (PA) list of 95,442 persons who had 
been issued a security badge to one or more of the seven World Trade Center buildings at any time 
during the past five years. Due to the nature of this list, a large proportion of individuals on the list 
were not expected to meet the WTCHR eligibility criteria, and the screening of individuals from the 
list for their eligibility determined that this was true. The overall eligibility rate for this list was low 
(27%), based on interviews completed after screening for eligibility. 

Before potential registrants identified on the Port Authority list were contacted, the WTCHR had to 
determine the best way to maximize contact with these individuals. Of the 95,442 persons on the Port 
Authority list, 46,650 individuals were not pursued for data collection because their record had 
insufficient information for contacting through telephone or mail. Due to budget and time constraints, 
we selected 30,470 individuals with the most complete locating information to contact via telephone. 
All of the 48,792 Port Authority cases which had an address received an advance mailing with an 
eligibility postage-paid postcard, along with a request to return this postcard and note whether or not 
the registrant was eligible.
                                                           
1 For the calculation of outcome rates for surveys, RTI’s standard is the American Association for Public Opinion 

Research’s (AAPOR) Standard Definitions: Final Disposition of Case Codes and Outcome Rates for Surveys (AAPOR, 
2000).  



 

Table 7: Completion Counts by Group and List Source Report1 

Group 1 Group 2 All 

 Workers Residents 
Students/

Staff 
Building 

Occupants Total Residents2
Building 

Occupants Total Workers Residents
Students/ 

Staff 
3Building 

Occupants Total 

Self-
Registrants 

7,540 
10.6% 

1,405 
2.0% 

396 
.60% 

2,766 
3.9% 

12,107 
16.9% 

734 
1% 

7,976 
11.2% 

8,710 
12.2% 

7,540 
10.6% 

2,139 
3.0% 

396 
.6% 

10,742 
15.0% 

20,817 
29.1% 

Inbound 11,738 
16.4% 

4,061 
5.7% 

1,042 
1.5% 

2,278 
3.2% 

19,119 
26.8% 

3,132 
4.4% 

7,130 
10.0% 

10,262 
14.4% 

11,738 
16.4% 

7,193 
10.1% 

1,042 
1.5% 

9,408 
13.2% 

29,381 
41.1% 

List Building 11,387 
15.9% 

2,045 
2.9% 

298 
.4% 

2,861 
4.0% 

16,591 
23.2% 

1,277 
1.8% 

3,371 
4.7% 

4,648 
6.5% 

11,387 
15.9% 

3,322 
4.7% 

298 
.4% 

6,232 
8.7% 

21,239 
29.7% 

All 30,665 
42.9% 

7,511 
10.5% 

1,736 
2.4% 

7,905 
11.1% 

47,817 
66.9% 

5,143 
7.2% 

18,477 
25.9% 

23,620 
33.1% 

30,665 
42.9% 

12,654 
17.7% 

1,736 
2.4% 

26,382 
36.9% 

71,437 
100% 

1 Data reported in this table are based on the WTCHR data files as of November 2005.  The four sample types above reflect the sample ranking process described in 
Section 1.2.1. A total of 25% of registrants are eligible for more than one sample type based on interview data. 

2 Group 2 residents include residents located on or north of Chambers Street, but south of Canal Street. 
3 Includes building occupants, people in transit, and pedestrians 
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Of the eligibility postcards mailed and returned, 2,340 cases were determined to be ineligible. The 
cases from the Port Authority list decrease the overall response rate due to their atypically low 
eligibility rate, compared with cases identified from other sample sources. When the Port Authority 
cases are excluded from the sample, the overall response rate rises from 59.4% to 66%.  



World Trade Center Health Registry, Data File User’s Manual 
28 

Chapter 5: Data Preparation and Processing 

5. Data Processing of Registrant Interviews 

5.1 Data File Preparation 

Registrant interviews were collected in a computer-assisted web interview programmed using 
Microsoft Active Server Pages (ASP) and stored in a Microsoft SQL Server database. During data 
collection, interview data were merged into a single database each day. Once an interview was 
recorded as being complete, an edit program was run on the data, mirroring the web interview logic, to 
identify anomalies and flag them for human review. Subsequent to this edit process, data were 
delivered to NYC DOHMH on a weekly basis, with a final delivery following the completion of data 
collection.  

5.2 Data Quality Control 

Concurrent to the periodic data deliveries as well as after the completion of data collection, a number 
of quality control activities were performed on the data. These activities included analysis by a data 
editing system, a review of response frequencies and inter-item consistency checks, and the monitoring 
of daily reports that reflected relationships between case status and the data collected. 

5.2.1 Data Editing 

The web interview was programmed to route the path through the interview based, as appropriate, on 
prior responses, and thereby skip questions that should not have been asked of a registrant. 
Additionally, the web interview was programmed with logical consistency and range checks. To verify 
the accuracy of the data collected by the programmed instrument and to detect any data anomalies, a 
data editing system was developed which mirrored the web interview logic. Data was analyzed by this 
data editing system daily and prior to the weekly delivery of data by RTI International to NYC 
DOHMH. Any anomalies that were detected by the data editing system were reviewed and reconciled 
as a part of ongoing quality control. Any reconciliation to data was recorded in an audit table that 
tracked the history of changes to the data file.  

5.2.2 Data Review 

As described in Chapter 4, review of questionnaire frequencies and related cross-tabulations was 
conducted to ensure that skip patterns were implemented correctly, and to identify any questions that 
contained high item non-response rates. Questionnaire items that contained open-ended or other 
specify verbatim fields were also reviewed for completeness and accuracy in coding. Additionally, any 
items that were flagged by the data editing system were reviewed so that feedback could be provided 
to data collection staff as necessary. 

5.2.3 Processing of Lists of Potential Registrants 

Chapter 3 of this manual describes in detail the recruitment methods by which lists of potential 
registrants were obtained. A total of 232 lists were received in either hardcopy or electronic format. 
Lists received in hardcopy format were data entered. Lists received electronically were formatted into 
an Excel template. After data were formatted into the standard template, project staff performed 
manual review of the template compared to the hardcopy or the electronic file received to ensure that 
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data were aligned in the proper fields. The list data were converted to Comma Separated Value (.csv) 
with DMBS Copy Software. After conversion of the file, programmers performed a second review to 
ensure that the data were aligned properly, and imported the file for subsequent production activities 
including tracing and data collection. 

5.2.4 De-duplication of Multiple Entries for a Potential Registrant in the Sample 

A major concern of working with such a large a database of names from such a small geographic area 
is sample frame duplication. Kish (1965) describes a sample frame as “perfect if every element appears 
on the list separately, once, only once, and nothing else appears on the list.” Coverage error occurs 
when some persons are omitted from the list or frame used to identify members of the study population 
(Groves, 1989). It also occurs when the same person is included in the sample frame more than once or 
when the person is included in error. Because of the multitude of sample types and list sources, it was 
expected that many sample members would be included in the frame more than once. For instance, if a 
person was identified as a resident living south of Chambers Street on the purchased residential list file 
and was also identified by an employer in one of the 35 damaged or destroyed buildings or 3 damaged 
or destroyed structures near the WTC complex, that person’s name would appear twice on the sample 
frame.  

Since potential respondents could be identified by multiple lists and sources, including web self-
registration and inbound calls, accounting for duplicates was necessary to reduce respondent burden 
that would have resulted from contacting the same person multiple times and to minimize costs 
associated with unnecessary multiple contacts. In addition, it was necessary to perform de-duplication 
to ensure data quality. For persons identified but not interviewed, there would have been no feasible 
way to determine whether records were duplicated without an automated approach due to the large size 
of the sample population. Without this automated approach to de-duplication, many more incomplete 
interviews would have been recorded and coverage error associated with duplication would have 
increased. 

The de-duplication process used for the WTCHR compared locator (name, address, phone, Social 
Security Number) and demographic information between cases in the sample database. ChoiceMaker 
Technologies developed a batch matching program to evaluate every new record in the sample 
database relative to existing records in the table. In this process, locator and demographic fields were 
parsed and standardized. Once the fields were standardized, key matching fields (name, birth date, 
SSN, etc.) were used to identify a set of cases that were potential matches to the new record. For each 
of the cases in the set, clues were applied to determine two probabilities – match and differ. New cases 
with high match probabilities relative to an existing case were determined to be duplicates. New cases 
with high differ probabilities relative to all existing cases were determined to be unique. The thresholds 
for match and differ determination were parameters that were modified as necessary during the 
enrollment period. Records with intermediate match probabilities between the match and differ 
thresholds were marked for human review. During human review, the reviewer viewed all cases in a 
potential match compound and made hard match/differ decisions for the new case relative to each 
existing case in the compound. 
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Chapter 6: Data File Contents 

6. Guide to the Data File and Codebook 

The WTCHR data file is provided in the format of a Microsoft SQL Server database file. The database 
file allows the full WTCHR database to be restored with all data and database objects to any Microsoft 
SQL Server. The data file was created for use with SAS analytic software. 

6.1 Basics for Analyses: Questionnaire and Sample Indicators 

The WTCHR baseline questionnaire is attached in Appendix A. Note that the questionnaire identifies 
all questions asked of registrants in the interview. The codebook in Appendix B displays data 
frequencies and other information about each item in the questionnaire and each derived variable. 
Questionnaire items are displayed according to the sequence in the instrument.  The codebook 
indicates a number of the data elements that have values with small cell sizes that have been 
suppressed or recoded to protect the confidentiality of registrants.  

Several indicator variables are key to understanding responses to the WTCHR interview. These include 
the variables PROXY, IFMS, and INCOMING. The variable PROXY indicates whether the interview 
was with the subject (most living registrants over the age of 17) or with a proxy (used for deceased 
registrants, minors, and other registrants incapable of completing the interview themselves). IFMS 
indicates whether the case’s final status was as a field interview or as a telephone interview. 
INCOMING indicates whether the case’s final status was as an inbound or outbound call. Table 8 lists 
key sample flag variables.  

While Table 8  lists key sample flag variables, it may be important to some researchers to distinguish 
between the higher and lower priority groups within two of the sample types: residents and building 
occupants, people in transit, and pedestrians. See Section 1.2.1 for a description of the higher priority 
“Group 1” and lower priority “Group 2” groups. 

Table 8: Key Sample Flag Variables 

Sample Flag 
Variable Description 

Displayed 
As 

resident_e Registrant lived in eligible area south of Canal Street on September 11, 2001 0=No 
1=Yes 

occ_trans_e Registrant was physically in eligible area south of Chambers Street in Manhattan 
between the time of the first plane impact and noon on September 11, 2001 

0=No 
1=Yes 

worker_e 

Registrant worked as a rescue, recovery, clean-up or volunteer at the WTC site for at 
least one shift anytime between September 11, 2001 and June 30, 2002, or at the 
WTC Recovery Operation on Staten Island or on a barge for at least one shift 
anytime between September 12, 2001 and June 30, 2002 

0=No 
1=Yes 

student_e Registrant was enrolled in a school (preK-12) south of Canal Street on September 11, 
2001 

0=No 
1=Yes 

staff_e Registrant was employed in a school (preK-12) south of Canal Street on September 
11, 2001 

0=No 
1=Yes 
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NYC DOHMH maintains data on the prioritization within each of these sample types. Specifically, 
data is available upon request to distinguish:  

• Registrants whose primary residence was south of Chambers Street on September 11, 2001 
(res_only_priority group = 1), those living north of Chambers Street/south of Canal Street 
(res_only_priority_group = 2), and those living on or north of Canal Street in zip codes overlapping 
the Canal Street boundary (res_only_priority_group = 0) 

• Registrants who were occupants of one of the 38 buildings or structures destroyed or damaged on 
September 11, 2001 (occ_only_priority_group = 1) and all other building occupants, people in 
transit, or pedestrians who were south of Chambers Street on September 11, 2001 
(occ_only_priority_group = 2). 

For two sample types, preregistrants were further stratified into higher and lower priority groups for 
the purposes of targeting and evaluating sample building activities such as list procurement and 
outreach. For residents, Group 1 included residents as of September 11, 2001 at addresses located 
south of Chambers Street; Group 2 included residents located on or north of Chambers Street but south 
of Canal Street. A third resident group, Group 0, was defined upon recognition of the inclusion of 
respondents living on/or north of Canal Street in zip codes overlapping the Canal Street boundary. For 
building occupants, Group 1 included occupants of the 38 damaged or destroyed buildings/structures in 
and around the WTC site who were present on the morning of September 11, 2001. Group 2 included 
other building occupants, people in transit, and pedestrians who were present south of Chambers Street 
on September 11, 2001, other than those in the 38 damaged or destroyed buildings and structures.  

Two derived variables: resident_pg and occ_trans_pg reflect the number of completed interviews by 
specific sample type priority group. Values for resident_pg were confirmed by address information 
within the instrument. Values for occ_trans_pg were confirmed through the use of the instrument’s 
free-text variables describing the location of individuals on the morning of September 11, 2001. 

6.2 Derived Variables 

Derived variables are generated from responses from two or more questionnaire items, recodes of 
variables to avoid disclosure of identifying information, or categorizations of free text responses. Most 
of the derived variables may be used as classification variables or independent variables in data 
analysis. There are several different types of derived variables in the WTCHR data file. Information on 
derived variables is included in Appendix B beginning on page 59. The types of derived variables are 
listed below.  

• Interview Characteristics: Includes type of interview (self-interview, living proxy, or deceased 
proxy), source of interview (field, outbound telephone, or inbound telephone) language of 
interview, and whether the interview was with a foreign registrant 

• Eligibility Groups: Includes variables identifying eligibility in summary groups (workers and 
volunteers, residents, students and school staff, and building occupants, people in transit, and 
pedestrians) as well as an indicator of overall eligibility 

• Demographics: Includes age calculated from date of birth, age on September 11, 2001 calculated 
from date of birth, and race combined with Hispanic ethnicity 

• Building Survivor Characteristics: Includes indicators of being in a damaged or destroyed building 
or structure, and the FEMA characterization rating of the building or structure 
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• Rescue/recovery groups: Identifies key worker groups of the New York City Fire Department 
(FDNY), Police Department (NYPD), Department of Sanitation, Department of Design and 
Construction, as well as non-NYC fire department personnel 

• Resident Location: Includes census tract and block of residential address on September 11, 2001, 
as well as distance in feet of residence from World Trade Center towers.  These variables were 
created using ArcView geographic information systems.  To protect the confidentiality of 
registrants, these variables are only included in the restricted access WTCHR data file.  For further 
information on the procedures required to obtain such data and the corresponding GIS coordinates, 
please contact the WTCHR Principal Investigator.   

• Health Symptoms and Health Symptom Denominators: Includes new or worsening symptoms after 
9/11/2001 and ever having particular symptoms 

• Health Conditions and Health Condition Denominators: Includes post-9/11/2001 diagnosed 
conditions and ever having particular conditions 

• Mental Health Condition: Includes overall scoring on PDI, probable PTSD and child mental health 
indicators 

6.3 Guide to the Hardcopy Codebook 

The hardcopy codebook in Appendix B supplies a comprehensive description of the WTCHR data file. 
For each variable in the WTCHR data file—including both questionnaire and derived variables but 
excluding identifying contact and locate information—the codebook provides a summary of the related 
information, including a description, question wording, and the type of response available along with 
their frequency and percent. The codebook also provides missing data frequencies sorted by the 
following reserve codes: 

• Don’t Know (-1): The respondent reported not knowing an answer to the question. 

• Refused to Answer (-2): The respondent refused to answer the question. 

• Valid Missing Data (-9): Data for the item are missing due to skip patterns. 

• Invalid Missing (-3): Data for the item are missing due to incomplete interview or improper skip 
patterns.  

In addition to the reserve codes, for potentially identifying items the term “Suppressed” is indicated. 
For open-ended items that require coding for further analysis, “Data Present” is indicated.  
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W19  
 [ASK IF W18=1]  
 
 On those days [you/SUBJECT] worked from September 18th to December 31st 2001, 

did [you/SUBJECT] perform any of the following activities on the pile? 
 
NOTE:  RESPONDENTS SHOULD NOT COUNT SUPERVISING THESE 
ACTIVITIES IF THEY DID NOT ACTUALLY PERFORM THE LABOR 
THEMSELVES, EVEN IF THEY WERE SUPERVISING THE ACTIVITY WHILE 
STANDING ON THE PILE.   

 
 a. Firefighting     YES NO DK REFUSED 
 b. Search and rescue    YES NO DK REFUSED 
 c. Hand digging    YES NO DK REFUSED 
 d. Welding/steelcutting/torch operation YES NO DK REFUSED 
 e. Heavy equipment operation   YES NO DK REFUSED 
 f. Light construction     YES  NO DK  REFUSED 
 
W20  
 [ASK IF W18=1]   
 
 On those days you worked from September 18th to December 31st, 2001, which area of 

the World Trade Center site did [you/SUBJECT] work in?   
 
 MARK ALL THAT APPLY. 
 
 READ ANSWERS IF NECESSARY.  CONFIRM WITH RESPONDENT BY 

READING THE FULL ANSWER CATEGORY.   
 
 1 EAST SIDE – 2, 4, AND 5 WORLD TRADE CENTER (TULLY SECTOR)  
 2 NORTHWEST SIDE – 1 AND 6 WORLD TRADE CENTER (AMEC SECTOR)  
 3 SOUTHWEST SIDE – 3 WORLD TRADE CENTER (BOVIS SECTOR)  

4 7 WORLD TRADE CENTER (TURNER SECTOR)  
6 OTHER  (SPECIFY ________________) 

 DON’T KNOW 
 REFUSED 
 
W21  
 [ASK IF W4=2-6]   
 
 From September 18th to December 31st, 2001, did [you/SUBJECT] wear a mask . . .  
 
 1 all of the time 
 2 most of the time 
 3 some of the time, or  
 4 not at all? 
 DON’T KNOW 
 REFUSED 
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W22  
 [ASK IF W5=2-6 AND W7=1]   
 
 On those days [you/SUBJECT] worked after December 31st, 2001, did [you/SUBJECT] work on 

the pile?   
 

1 YES 
 2 NO  [SKIP TO W25] 
 DON’T KNOW  [SKIP TO W25] 
 REFUSED  [SKIP TO W25] 
 
W23  
 [ASK IF  W22 =1]  
 
 Did [you/SUBJECT] perform any of the following activities on the pile at the WTC site 

after December 31st, 2001? 
 

NOTE:  RESPONDENTS SHOULD NOT COUNT SUPERVISING THESE 
ACTIVITIES IF THEY DID NOT ACTUALLY PERFORM THE LABOR 
THEMSELVES, EVEN IF THEY WERE SUPERVISING THE ACTIVITY WHILE 
STANDING ON THE PILE.   

 
 a. Firefighting     YES NO DK REFUSED 
 b. Search and rescue    YES NO DK REFUSED 
 c. Hand digging    YES NO DK REFUSED 
 d. Welding/steelcutting/torch operation YES NO DK REFUSED 
 e. Heavy equipment operation   YES NO DK REFUSED 
 f. Light construction     YES  NO DK  REFUSED 
 
W24  
 [ASK IF  W22 =1]  
 
 On those days you worked after December 31st, 2001, which area of the World Trade 

Center site did [you/SUBJECT] work in?   
 
 MARK ALL THAT APPLY. 
 
 READ ANSWERS IF NECESSARY.  CONFIRM WITH RESPONDENT BY 

READING THE FULL ANSWER CATEGORY.   
 
 1 EAST SIDE – 2, 4, AND 5 WORLD TRADE CENTER (TULLY SECTOR)  
 2 NORTHWEST SIDE – 1 AND 6 WORLD TRADE CENTER (AMEC SECTOR)  
 3 SOUTHWEST SIDE – 3 WORLD TRADE CENTER (BOVIS SECTOR)  

4 7 WORLD TRADE CENTER (TURNER SECTOR)  
6 OTHER  (SPECIFY ________________) 

 DON’T KNOW 
 REFUSED 
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W25  
 [ASK IF W5=2-6]   
 
 After December 31st, 2001,  did [you/SUBJECT] wear a mask . . .  
 
 1 all of the time 
 2 most of the time 
 3 some of the time, or  
 4 not at all? 
 DON’T KNOW 
 REFUSED 
 
W26 
 [ASK IF E17=1.  ELSE SKIP TO RESIDENT SECTION.] 
 
 Earlier, you reported that [you/SUBJECT] worked at either the World Trade Center Recovery 

Operation on Staten Island or on a barge.  Which of these did [you/SUBJECT] work on? 
 
 1 WORLD TRADE CENTER RECOVERY OPERATION ON STATEN ISLAND 
 2 BARGE  [SKIP TO W36] 
 3 BOTH  
 DON’T KNOW   [SKIP TO RESIDENT SECTION] 
 REFUSED   [SKIP TO RESIDENT SECTION]  
 
W27  
 From September 12th 2001, what was [your/SUBJECT’s] first day working at the World Trade 

Center Recovery Operation on Staten Island? 
 
  MM/DD/YYYY 
 
 DON’T KNOW 
 REFUSED 
   
W28  
 What was [your/SUBJECT’s] last day working at the World Trade Center Recovery Operation 

on Staten Island? 
 
 MM/DD/YYYY 
 DON’T KNOW 
 REFUSED 
 
 [EDIT CHECK:  ALLOW ONLY DAYS ON OR AFTER 9/12/01  
 
 [CONSISTENCY CHECK:  IF W28 < W27 DISPLAY CONSISTENCY CHECK. 
 

 I have recorded that [your/SUBJECT’s] last day at the site was [W28] but that 
[your/SUBJECT’s]  first date was [W27].  Which is correct?   

 
  1=W28 
  2=W27 
 
 IF ANSWER=1 BO BACK TO W27.  IF ANSWER=2 GO BACK TO W28.]
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W29  
 [ASK IF DATE IN  W27 AND W28 IS BETWEEN 9/12/01 AND 12/31/01.  ELSE SKIP TO 

W32]   
 
 From September 12th, 2001 to December 31st, 2001, how many days did [you/SUBJECT] work 

at the World Trade Center Recovery Operation on Staten Island? 
 
 1 0 DAYS 
 2 1 TO 2 DAYS 
 3 3 TO 6 DAYS 
 4 7 TO 30 DAYS 
 5 31 TO 60 DAYS 
 6 MORE THAN 60 DAYS 
 DON’T KNOW 
 REFUSED 
 
 [CONSISTENCY CHECK:  IF W28-W27 < LOWER BOUND OF NUMBER OF DAYS IN 

W29, DISPLAY CONSISTENCY CHECK.   
 
 I have recorded that [you/SUBJECT] worked [W29 days] at the World Trade Center 

Recovery Operation on Staten Island from September 12th to December 31st, 2001, but 
that [you/he/she] only worked from [W27 DATE] to [W28 DATE].  Which is correct?   

 
 1 WORKED [W29 DAYS] AT THE WTC RECOVERY OPERATION ON 

STATEN ISLAND 
 2 WORKED FROM [W27 DATE] TO [W28 DATE].   
 
 IF ANSWER=1, RETURN TO W27.  IF ANSWER =2, RETURN TO W29.] 
 
W30  
 From September 12th, 2001 to December 31st, 2001,  did [you/SUBJECT] work in the exclusion 

zone? 
 
 NOTE:  THIS QUESTION REFERS TO EXCLUSION ZONES AND DEBRIS SORTING 

AREAS AT THE WORLD TRADE CENTER RECOVERY OPERATION ON STATEN 
ISLAND ONLY.  IT DOES NOT INCLUDE THE EXCLUSION ZONE AT THE WORLD 
TRADE CENTER SITE. 

 
  
 1    YES 

1 NO 
DON’T KNOW 
REFUSED 

 
W31  
 From September 12th, 2001 to December 31st, 2001,  did [you/SUBJECT] wear a mask . . .  
 
 1 all of the time 
 2 most of the time 
 3 some of the time, or  
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 4 not at all? 
 DON’T KNOW 
 REFUSED 
 
W32  
 [ASK IF DATE IN W28 IS ON AFTER 12/31/01.  ELSE SKIP TO W35]   
 
 After December 31st, 2001, how many days did [you/SUBJECT] work at the World Trade 

Center Recovery Operation on Staten Island? 
 
 1 0 DAYS 
 2 1 TO 2 DAYS 
 3 3 TO 6 DAYS 
 4 7 TO 30 DAYS 
 5 31 TO 60 DAYS 
 6 MORE THAN 60 DAYS 
 DON’T KNOW 
 REFUSED 
 

[CONSISTENCY CHECK:  IF W28-W27 < LOWER BOUND OF NUMBER OF DAYS IN 
W32, DISPLAY CONSISTENCY CHECK.   
 
I have recorded that [you/SUBJECT] worked [W32 days] at the World Trade Center Recovery 
Operation on Staten Island after December 31st, 2001, but that [you/he/she] only worked from 
[W27 DATE] to [W28 DATE].  Which is correct?   
 

1 WORKED [W32 DAYS] AT THE WTC RECOVERY OPERATION ON 
STATEN ISLAND 

2 WORKED FROM [W27 DATE] TO [W28 DATE].   
 
IF ANSWER=1, RETURN TO W27.  IF ANSWER =2, RETURN TO W32.] 

 
W33  
 [ASK IF W32=2-6.  ELSE SKIP TO W35.]   
 
 After December 31st, 2001, did [you/SUBJECT] work in the exclusion zone? 
 
  
 NOTE:  THIS QUESTION REFERS TO EXCLUSION ZONES AND DEBRIS SORTING 

AREAS AT THE WORLD TRADE CENTER RECOVERY OPERATION ON STATEN 
ISLAND ONLY.  IT DOES NOT INCLUDE THE EXCLUSION ZONE AT THE WORLD 
TRADE CENTER SITE. 

 
1 YES 
2 NO 
DON’T KNOW 
REFUSED 
 

W34  
 (After December 31st, 2001,) Did [you/SUBJECT] wear a mask . . .  
 
 1 all of the time
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 2 most of the time 
 3 some of the time, or  
 4 not at all? 
 DON’T KNOW 
 REFUSED 
 
W35  
 [ASK IF W26=1 OR 3]   
 
 What organization did [you/SUBJECT] work for at the World Trade Center Recovery 

Operation on Staten Island? 
1 Clergy 
2 Coast Guard 

3 
Construction Companies (Steel workers, engineers, transport, debris removal, 
grappler and excavator, demolition, etc) 

4 DMATs, Medcor, other 
5 Dust control company 
6 EMS (NON-NYC) 
7 FDNY (includes Ladder Co, Hazmat) 
8 FDNY-EMS 
9 FEMA or other federal agency 

10 Federal Law Enforcement (FBI, etc) 
11 Fire Department Personnel (NON-NYC) 
12 Medical Examiners Office (Morgue attendants, Mes) 
13 MTA, Transit Authority 
14 National Guard 
15 New York State Department of Environmental Services 
16 NYC Agency, Other 
17 NYC DEPT OF DESIGN AND CONSTRUCTION (DDC) 
18 NYC DEPT OF SANITATION 
19 NYC EMS, Other 
20 NYPD (CSUs, uniformed personnel, non-uniformed personnel) 
21 NYS Agency, Other 
22 NYS Law Enforcement (State troopers) 
23 Pest control company 
24 Port Authority Police (PAP) 
25 Port Authority Personnel, Other 
26 Secret Service 
27 Urban Search & Rescue Teams NYS, NYC, Other 
28 US Corps of Engineers 
29 US Corps of Engineers Contractor (EE&G) 
30 US Corps of Engineers Contractor Phillips and Jordan 

31 US Environmental Protection Agency 
32 Utility Companies (phone/gas/cable/water/electric) 
33 Volunteer (non-affiliated) 
34 Volunteer Organization (including Red Cross and Salvation Army) 
35 OTHER (SPECIFY) 

     DON’T KNOW 
     REFUSED 
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W36  
 [ASK IF W26=2 OR 3.  ELSE, SKIP TO RESIDENT SECTION.]   
 
 What was [your/SUBJECT’s] first day working on a barge? 
 

MM/DD/YYYY 
 DON’T KNOW 
 REFUSED 
 

[EDIT CHECK:  ALLOW ONLY DATES BEFORE 6/30/02.] 
 

 
 
   
W37  
 What was [your/SUBJECT’s] last day working on a barge? 
 
 MM/DD/YYYY 
 DON’T KNOW 
 REFUSED 
 
 [EDIT CHECK: ALLOW ONLY DAYS AFTER 9/11.] 
 
 [CONSISTENCY CHECK:  IF W37 < W36 DISPLAY CONSISTENCY CHECK. 
 

 I have recorded that [your/SUBJECT’s] last day at the site was [W37] but that 
[your/SUBJECT’s]  first date was [W36].  Which is correct?   

 
  1=W37 
  2=W36 
 
 IF ANSWER=1 BO BACK TO W36.  IF ANSWER=2 GO BACK TO W37.] 

 
W38 
 [ASK IF W36=9/12 ]   
 
 On September 12th, 2001, did [you/SUBJECT] wear a mask . . .  
 
 1 all of the time 
 2 most of the time 
 3 some of the time, or  
 4 not at all? 
 DON’T KNOW 
 REFUSED 
 
W39  
 [ASK IF STARTED  BEFORE 9/18 AND LAST DAY WAS NOT 9/12.]   
 
 How many days did [you/SUBJECT] work on a barge from September 13th to September 17th, 

2001? 
   
 1 0 DAYS
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 2 1 DAY 
 3 2 DAYS 
 4 3 DAYS 
 5 4 DAYS 
 6 5 DAYS 
 7 EVERY DAY 
 DON’T KNOW 
 REFUSED 

 
[CONSISTENCY CHECK:  IF W37-W36 < LOWER BOUND OF NUMBER OF DAYS IN 
W39, DISPLAY CONSISTENCY CHECK.   
 
I have recorded that [you/SUBJECT] worked [W39 days] on a barge from September 13th to 
September 17th, 2001, but that [you/he/she] only worked from [W36 DATE] to [W37 DATE].  
Which is correct?   
 
 1 WORKED [W39 DAYS] ON A BARGE 
 2 WORKED FROM [W36 DATE] TO [W37 DATE].   
 
IF ANSWER=1, RETURN TO W36.  IF ANSWER =2, RETURN TO W39.] 

 
W40 
 [ASK IF W39=2 - 7]   
 
 From September 13th to September 17th, 2001, did [you/SUBJECT] wear a mask . . .  
 
 1 all of the time 
 2 most of the time 
 3 some of the time, or  
 4 not at all? 
 DON’T KNOW 
 REFUSED 
 
W41  
 [ASK IF FIRST DAY IS BEFORE 1/1/02.  SKIP IF LAST DAY WAS BEFORE 9/18] 
 
 How many days did [you/SUBJECT] work (on a barge) from  September 18th to  December 

31st, 2001? 
 
 READ CATEGORIES AS NECESSARY. 
 
 1 0 DAYS 
 2 1 TO 2 DAYS 
 3 3 TO 6 DAYS 
 4 7 TO 30 DAYS 
 5 31 TO 60 DAYS 
 6 MORE THAN 60 DAYS 
 DON’T KNOW 
 REFUSED 
 

[CONSISTENCY CHECK:  IF W37-W36 < LOWER BOUND OF NUMBER OF DAYS IN 
W41, DISPLAY CONSISTENCY CHECK.  
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I have recorded that [you/SUBJECT] worked [W41 days] on a barge from September 18th to 
December 31st, 2001, but that [you/he/she] only worked from [W36 DATE] to [W37 
DATE].  Which is correct?   

 
 1 WORKED [W41 DAYS] ON A BARGE 
 2 WORKED FROM [W36 DATE] TO [W37 DATE].   
 
IF ANSWER=1, RETURN TO W36.  IF ANSWER =2, RETURN TO W41.] 

 
 
W42  
 [ASK IF W41=2-6]   
 
 From September 18th to December 31st, 2001, did [you/SUBJECT] wear a mask . . .  
 
 1 all of the time 
 2 most of the time 
 3 some of the time, or  
 4 not at all? 
 DON’T KNOW 
 REFUSED 
 
W43 
 [SKIP IF LAST DAY WAS BEFORE 1/1]   
 
 How many days did [you/SUBJECT] work (on a barge) after December 31st, 2001? 
 
 1 0 DAYS 
 2 1 TO 2 DAYS 
 3 3 TO 6 DAYS 
 4 7 TO 30 DAYS 
 5 31 TO 60 DAYS 
 6 MORE THAN 60 DAYS 
 DON’T KNOW 
 REFUSED 
 

[CONSISTENCY CHECK:  IF W37-W36 < LOWER BOUND OF NUMBER OF DAYS IN 
W43, DISPLAY CONSISTENCY CHECK.   

 
I have recorded that [you/SUBJECT] worked [W43 days] on a barge after December 31st, 2001, 

but that [you/he/she] only worked from [W36 DATE] to [W37 DATE].  Which is 
correct?   

 
 1 WORKED [W43 DAYS] ON A BARGE 
 2 WORKED FROM [W36 DATE] TO [W37 DATE].   
 
IF ANSWER=1, RETURN TO W36.  IF ANSWER =2, RETURN TO W43.] 

 
W44  
 [ASK IF W43=2-6]   
 
 After December 31st, 2001, did [you/SUBJECT] wear a mask . . . 
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 1 all of the time 
 2 most of the time 
 3 some of the time, or  
 4 not at all? 
 DON’T KNOW 
 REFUSED 
 
 
Resident  [ASK IF RESIDENT=1.  ELSE SKIP TO HEALTH SECTION.] 
 
RES1  
 The next questions are about living in your home in the period after 9/11. 
 
 As a result of the World Trade Center disaster,  did [you/SUBJECT] have to leave (your/his/her) 

home? 
 
 1 YES 
 2 NO  SKIP TO RES 5 
 DON’T KNOW    SKIP TO RES 5 
 REFUSE  SKIP TO RES 5 
    
RES2  
 Did [you/SUBJECT] ever return to live in (your/his/her) home after (you/he/she) left? 
 
 1 YES 
 2 NO  SKIP TO RES 7 
 DON’T KNOW    SKIP TO RES 7 
 REFUSE  SKIP TO RES 7 
RES3 
 What date did [you/SUBJECT] go back home to live? 
 

KEY DATES FROM 2001: 
YOM KIPPUR – SEPTEMBER 27  
ROSH HASHANAH – SEPTEMBER 18-19 
COLUMBUS DAY – OCTOBER 8 
VETERANS DAY – NOVEMBER 11 
THANKSGIVING DAY – NOVEMBER 22 
HANUKKAH – DECEMBER 10-17 

 
 IF RESPONDENT IS UNABLE TO PROVIDE DATE, USE ALTERNATE OPTION BELOW. 
 
 MM/DD/YYYY 
 

ALTERNATE RESPONSE OPTION: 
 
ABOUT ____ DAYS/WEEKS/MONTHS  AFTER 9/11 

 
 DON’T KNOW 
 REFUSED 
 

[CHECK DATE IN RES 3 IS BEFORE JANUARY 1, 2002. 
IF NOT GO TO RES5] 
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RES4  
 From September 11th, 2001 to December 31st, 2001, how many nights did [you/SUBJECT] sleep 

in (your/his/her) home? 
 

KEY DATES FROM 2001: 
YOM KIPPUR – SEPTEMBER 27  
ROSH HASHANAH – SEPTEMBER 18-19 
COLUMBUS DAY – OCTOBER 8 
VETERANS DAY – NOVEMBER 11 
THANKSGIVING DAY – NOVEMBER 22 
HANUKKAH – DECEMBER 10-17 

 
 ENTER ANSWER IN DAYS, WEEKS OR MONTHS. 
 
 DAYS ______   [0 TO 120]  
 
 WEEKS______  [0-12]  
 
 MONTHS _________[ 0 – 3] 
 
 DON’T KNOW 
 REFUSE 
 
  [SOFT RANGE CHECK:  IF RES4=DK, DISPLAY:  Please give me your best estimate.  

You can provide your answer in days, weeks, or months.  If it would help you remember, 
I can tell you the dates of some of the major holidays in 2001.] 

 
 

[CONSISTENCY CHECK:  IF DATE IN RES3 – 9/11/01 < DAYS, WEEKS, OR MONTHS IN 
RES4, DISPLAY CONSISTENCY CHECK: 
 
I have recorded that [you/SUBJECT] slept in [your/his/her] home for [RES4 
DAYS/WEEKS/MONTHS] from September 11th to December 31st 2001, but that 
[you/SUBJECT] went back home to live on [RES3 DATE].  Which is correct?   
 
 1 SLEPT IN HOME FOR [RES4 DAYS/WEEKS/MONTHS] FROM 
SEPTEMBER11TH TO DECEMBER 31ST 2001. 
 2 WENT BACK HOME TO LIVE ON [RES3 DATE].   
 3 BOTH ARE CORRECT. 
 
IF ANSWER=1, GO BACK TO RES3.  IF ANSWER=2 RETURN TO RES4.  ELSE 
CONTINUE TO NEXT QUESTION.] 

 
RES5  
  [IF SPAWN AND PROXY IS SAME RESPONDENT, SKIP TO HLTH1.] 
 
  The next questions are about cleaning your home after 9/11.  When did you first attempt to 

clean your home after 9/11/01? 
 

KEY DATES FROM 2001: 
YOM KIPPUR – SEPTEMBER 27  
ROSH HASHANAH – SEPTEMBER 18-19
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COLUMBUS DAY – OCTOBER 8 
VETERANS DAY – NOVEMBER 11 
THANKSGIVING DAY – NOVEMBER 22 
HANUKKAH – DECEMBER 10-17 

 
 IF RESPONDENT IS UNABLE TO PROVIDE DATE, USE ALTERNATE OPTION BELOW. 
 
 MM/DD/YYYY 
 

ALTERNATE RESPONSE OPTION: 
 
ABOUT ____ DAYS/WEEKS/MONTHS  AFTER 9/11 

 DID NOT CLEAN [SKIP TO RES7] 
 DON’T KNOW 
 REFUSED 
 

[SOFT EDIT CHECK:  IF RES5=DK, DISPLAY:  Please give me your best estimate.   If you 
can't remember the exact date, you can provide your answer in days, weeks, or months 
after 9/11.  If it would help you remember, I can tell you the dates of some of the major 
holidays in 2001.] 

 
RES6 
 How did [you/SUBJECT] clean your home during the first cleaning(s) after 9/11? Did 

[you/he/she] use . . .  
 
 SELECT ALL THAT APPLY 
 
 NOTE:  A HEPA FILTER IS A HIGH ENERGY PARTICULATE AIR FILTER THAT 

REMOVES VERY SMALL DUST AND MICROBE PARTICLES FROM THE AIR. 
  
 1 damp cloth/wet mop/damp sponge 
 2 vacuum with a HEPA filter 
 3 vacuum without a HEPA filter 
 4 dusted/swept w/o water 
 5 OTHER  
 6 DID NOT CLEAN 
 DON'T KNOW 
 REFUSED 
 
RES7 
 How many people, including (yourself/SUBJECT), lived in (your/his/her) home on September 

11th, 2001? 
 
 PEOPLE:  _____  [IF 1 SKIP TO NEXT SECTION.] 
 DON’T KNOW  [SKIP TO NEXT SECTION] 
 REFUSED  [SKIP TO NEXT SECTION] 
 
RES8 

[SKIP IF SPAWN=1 AND I9=1]    
Please tell me the name, age, date of birth, and sex of each person living in [your/SUBJECT's] 
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household on September 11th, 2001, not including [yourself/SUBJECT.]  Start with the oldest 
person and work down in age.   

 
IF NAMES ARE PRELOADED, REVIEW THE LIST AND INDICATE WHETHER EACH 
PERSON IN THE LIST BELOW IS NAMED BY R.  FOLLOW UP WITH PROBES FOR AGE, 
DOB, AND SEX IF IT IS UNCLEAR WHETHER R IS NAMING LISTED PERSON. 
 
IF R DOES NOT NAME ONE OR MORE PEOPLE ON THE LIST, PROBE TO DETERMINE 
IF THAT PERSON SHOULD BE NAMED. 
Name Age DOB Sex Did R name 

this person? 
Person 1 
Name 

28 8-4-74 M 1=Yes 
2=No 

Person 2 
Name 

28 11-11-74 F 1=Yes 
2=No 

Person 3 
Name 

5 9-1-97 M 1=Yes 
2=No 

 
 
 BUTTONS:  “CONTINUE”  “ADD NAME(S)” 
 

Note:  Interviewer will indicate whether or not R reported HH member by selecting “Yes” or 
“No” in the “Named by R?” column.  Interviewer will probe all names listed that R does not 
mention.  Interviewer will select “ADD NAME” to add additional names to the list. 

 
Health  
 
HLTH1   
 The next questions are about [your/SUBJECT’s health since 9/11.  We’d like to find out about 

symptoms [you/SUBJECT] may have had after 9/11, as well as symptoms [you/SUBJECT] had 
before 9/11 that have gotten worse since then.  On 9/11, did [you/SUBJECT] have any of the 
following injuries as a result of the World Trade Center terrorist attack? 

 
        YES NO DK REF 
 a.   Cut, abrasion, or puncture wound   
 b. Eye injury/Eye irritation 
 c.  Sprain or strain   
 d.  Burn  
 e.  Broken bone (fracture) or dislocation   
 f.  Concussion/head injury/knocked out by  
  being hit on the head    
  g.   Any other type of injury on 9/11?              
 
HLTH2  
  Since 9/11, [have you/has SUBJECT] had  any of the following symptoms? 
 

        YES NO DK     REF 
a. wheezing 
b. shortness of breath 
c. persistent cough 
d. sinus problems, nose irritation, 
 or post nasal irritation
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e. eye irritation 
f. throat irritation 
g. skin rash or irritation 
h. hearing problem or loss 
i. frequent severe headaches  
j. heartburn, indigestion or reflux 
k. depression, anxiety, or any other 
 emotional problem 
l. OTHER  

 
HLTH3a  

[ASK IF HLTH2a=1]   
 
Before 9/11 did [you/SUBJECT] have wheezing? 
 

 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH3b  
  [ASK IF HLTH3a=1]   
  
  Did [your/SUBJECT’s] wheezing get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH4a  
  [ASK IF HLTH2b=1]   
 
  Before 9/11 did [you/SUBJECT] have shortness of breath? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH4b  
  [ASK IF HLTH4a=1]   
 
  Did [your/SUBJECT’s] shortness of breath get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 
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HLTH5a  
  [ASK IF HLTH2c=1]  
 
  Before 9/11 did [you/SUBJECT] have a persistent cough? 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 
 

HLTH5b  
  [ASK IF HLTH5a=1]   
 
  Did [your/SUBJECT’s] persistent cough get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 
 

HLTH6a  
  [ASK IF HLTH2d=1]  
 
  Before 9/11 did [you/SUBJECT] have sinus problems, nose irritation, or post nasal irritation? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH6b  
  [ASK IF HLTH6a=1]   
 
  Did [your/SUBJECT’s] sinus problems, nose irritation, or post nasal irritation get worse after 

9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH7a  
  [ASK IF HLTH2e=1]  
 
  Before 9/11 did [you/SUBJECT] have an eye irritation? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 
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HLTH7b  
 [ASK IF HLTH7a=1]   
 
 Did [your/SUBJECT’s] eye irritation get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH8a  
 [ASK IF HLTH2f=1]   
 
 Before 9/11 did [you/SUBJECT] have a throat irritation? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH8b  
 [ASK IF HLTH8a=1]   
 
 Did [your/SUBJECT’S] throat irritation get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH9a  
 [ASK IF HLTH2g=1]   
 
 Before 9/11 did [you/SUBJECT] have a skin rash or irritation? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH9b  
 [ASK IF HLTH9a=1]   
 
 Did [your/SUBJECT’s] skin rash or irritation get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 
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HLTH10a  
 [ASK IF HLTH2h=1]  
 
 Before 9/11 did [you/SUBJECT] have a hearing problem or hearing loss? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH10b  
 [ASK IF HLTH10a=1]   
 
 Did [your/SUBJECT’s] hearing problem or hearing loss get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH11a  
 [ASK IF HLTH2i=1]   
 
 Before 9/11 did [you/SUBJECT] have frequent severe headaches? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH11b  
 [ASK IF HLTH11a=1]   
 
 Did [your/SUBJECT’s] frequent severe headaches get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH12a  
 [ASK IF HLTH2j=1]   
 
 Before 9/11 did [you/SUBJECT] have heartburn, indigestion, or reflux? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 
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HLTH12b  
 [ASK IF HLTH12a=1]   
 
 Did [your/SUBJECT’s] heartburn, indigestion, or reflux get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH13a  
 [ASK IF HLTH2k=1]   
 
 Before 9/11 did [you/SUBJECT] have depression, anxiety or any other emotional problem? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH13b  
 [ASK IF HLTH13a=1]   
 
 Did [your/SUBJECT’s] depression, anxiety, or other emotional problem get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH14a  
 [ASK IF HLTH2l=1]   
 
 Before 9/11 did [you/SUBJECT] have [FILL OTHER PROBLEM]? 
  
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 

 
HLTH14b  
 [ASK IF HLTH14a=1]   
 
 Did [your/SUBJECT’s] [FILL OTHER PROBLEM] get worse after 9/11? 
 
 1 YES 
 2 NO 

 DON’T KNOW 
 REFUSED 
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HLTH15 
 The next questions ask about health conditions diagnosed by a doctor, that  [you/SUBJECT]  ever 

had, including before 9/11.  [Have you/Has SUBJECT] ever been told by a doctor or other health 
professional that you had . . . 

 
         YES NO DK       REF 
 a Asthma 
 b Hypertension, also called high blood pressure 
 c Coronary heart disease 
 d Angina, also called angina pectoris 
 e A heart attack (also called myocardial infarction) 
 f Any other kind of heart condition or heart disease 
 g A stroke 
 h Emphysema 
 i Diabetes or sugar diabetes 
 j Cancer or a malignancy of any kind.  
 
HLTH16a 

[IF HLTH15a=1]  
 
Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had asthma 
before 9/11 or after 9/11? 

 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16b  
 [IF HLTH15b=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had 

hypertension, also called high blood pressure, before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16c 
 [IF HLTH15c=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had coronary 

heart disease before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
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HLTH16d 
 [IF HLTH15d=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had angina 

(also called angina pectoris) before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16e 
 [IF HLTH15e=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had a heart 

attack (also called myocardial infarction) before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16f  
 [IF HLTH15f=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had any other 

kind of heart condition or heart disease before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16g  
 [IF HLTH15g=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had a stroke 

before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16h 
 [IF HLTH15h=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had a 

emphysema before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11
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 DON’T KNOW 
 REFUSED 
 
HLTH16i  
 [IF HLTH15i=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had diabetes 

or sugar diabetes before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16j  
 
 [IF HLTH15j=1]  
 
 Did a doctor or other health professional first tell [you/SUBJECT] that [you/he/she] had cancer or 

a malignancy of any kind before 9/11 or after 9/11? 
 
 1 BEFORE 9/11 
 2 AFTER 9/11 
 DON’T KNOW 
 REFUSED 
 
HLTH16k 
 [ASK IF HLTH15j=1]   
 
 What kind of cancer was it?   
 
 1 BLADDER 
 2 BLOOD 
 3 BONE 
 4 BRAIN 
 5 BREAST 
 6 CERVIX 
 7 COLON 
 8 ESOPHAGUS 
 9 GALLBLADDER 
 10 KIDNEY 
 11 LARYNX-WINDPIPE 
 12 LEUKEMIA 
 13 LIVER 
 14 LUNG 
 15 LYMPHOMA 
 16 MELANOMA 
 17 MOUTH/TONGUE/LIP 
 18 OVARY 
 19 PANCREAS 
 20 PROSTATE 
 21 RECTUM
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 22 SKIN (NON-MELANOMA) 
 23 SKIN (DON’T KNOW WHAT KIND) 
 24 SOFT TISSUE 
 25 STOMACH 
 26 TESTIS 
 27 THROAT – PHARYNX 
 28 THYROID 
 29 UTERUS 
 30 OTHER 
 DON’T KNOW 
 REFUSED 
 
HLTH17a 
 [IF PROXY IS ANSWERING FOR A CHILD YOUNGER THAN 18 YEARS OF AGE THEN 

SKIP TO HLTH36] 
 
 During the past 30 days, that is, since (REFERENCE DATE) how often did [you/SUBJECT] feel 

… 
 
 So sad that nothing could cheer [you/SUBJECT] up? 
 
 1 All of the time 
 2 Most of the time 
 3 Some of the time 
 4 A little of the time 
 5 None of the time 
 DON’T KNOW 
 REFUSED 
 
HLTH17b 
 During the past 30 days, that is, since (REFERENCE DATE) how often did [you/SUBJECT] feel 

… 
 
 Nervous? 
 
 1 All of the time 
 2 Most of the time 
 3 Some of the time 
 4 A little of the time 
 5 None of the time 
 DON’T KNOW 
 REFUSED 
 
HLTH17c 
 During the past 30 days, that is, since (REFERENCE DATE) how often did [you/SUBJECT] feel 

… 
 Restless or fidgety? 
 
 1 All of the time 
 2 Most of the time 
 3 Some of the time 
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 4 A little of the time 
 5 None of the time 
 DON’T KNOW 
 REFUSED 
 
HLTH17d 
 During the past 30 days, that is, since (REFERENCE DATE) how often did [you/SUBJECT] feel 

… 
 
 Hopeless? 
 
 1 All of the time 
 2 Most of the time 
 3 Some of the time 
 4 A little of the time 
 5 None of the time 
 DON’T KNOW 
 REFUSED 
 
HLTH17e 
 During the past 30 days, that is, since (REFERENCE DATE) how often did [you/SUBJECT] feel 

… 
 
 That everything was an effort? 
 
 1 All of the time 
 2 Most of the time 
 3 Some of the time 
 4 A little of the time 
 5 None of the time 
 DON’T KNOW 
 REFUSED 
 
HLTH17f 
 During the past 30 days, that is, since (REFERENCE DATE) how often did [you/SUBJECT] feel 

… 
 
 Worthless? 
 
 1 All of the time 
 2 Most of the time 
 3 Some of the time 
 4 A little of the time 
 5 None of the time 
 DON’T KNOW 
 REFUSED 
 
HLTH18 
  [ASK HLTH18 IF AT LEAST ONE OF  HLTH17a-f  =1-3.  ELSE SKIP TO HLTH19. ] 
  
 We just talked about a number of feelings [you/SUBJECT]  had during the past 30 days, 

that is, since (REFERENCE DATE).  Altogether, how much did these feelings interfere 
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with [your/SUBJECT’s] life or activities:  a lot, some, a little, or not at all?  
 
 1 A LOT 
 2 SOME 
 3 A LITTLE 
 4 NOT AT ALL 
 DON’T KNOW 
 REFUSED 
   
HLTH19  
  I’m going to read you a list of problems and complaints that people sometimes have in 

response to stressful life experiences like the events of 9/11.  Please tell me how much 
[you have/SUBJECT has] been bothered by each problem during the past 4 weeks, that 
is, since [REFERENCE DATE]  

 
 In the past 4 weeks, how much [have you/has SUBJECT] been bothered by repeated, 

disturbing memories, thoughts, or images of the events of 9/11? 
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH20  
 In the past 4 weeks, how much [have you/has SUBJECT] been bothered by repeated, 

disturbing dreams of the events of 9/11? 
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH21  
 In the past 4 weeks, how much [have you/has SUBJECT] been bothered by suddenly 

acting or feeling as if the events of 9/11 were happening again (as if [you/SUBJECT] 
were reliving them)?   

 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED
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HLTH22  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) feeling very 

upset when something reminded you of the events of 9/11?   
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH23  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) having 

physical reactions (e.g., heart pounding, trouble breathing, sweating) when something 
reminded you of the events of 9/11?  

 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH24  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by)  avoiding 

thinking about or talking about the events of 9/11 or avoiding having feelings related to 
it?   

 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH25  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by)  avoiding 

activities or situations because they reminded you of the events of 9/11?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
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 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH26  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) trouble 

remembering important parts of the events of 9/11?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH27  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by)  loss of 

interest in activities that you used to enjoy?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH28  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) feeling 

distant or cut off from other people?  
  
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH29  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by)  feeling 

emotionally numb or being unable to have loving feelings for those close to you?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely
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 DON’T KNOW 
 REFUSED 
 
HLTH30  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) feeling as if 

your future somehow will be cut short?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH31  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) trouble 

falling or staying asleep?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH32  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) feeling 

irritable or having angry outbursts?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
HLTH33  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) having 

difficulty concentrating?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED
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HLTH34  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) being 

"superalert" or watchful or on guard?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH35  
 (In the past 4 weeks, how much [have you/has SUBJECT] been bothered by) feeling 

jumpy or easily startled?  
 
 1 Not at all 
 2 A little bit 
 3 Moderately 
 4  Quite a bit 
 5 Extremely 
 DON’T KNOW 
 REFUSED 
 
HLTH36    
  [ASK IF PROXY ANSWERING FOR CHILD.  ELSE SKIP TO HLTH44.] 
 

For these next questions, we want you to tell us what you’ve learned or been told about 
[SUBJECT]’s behavior during the past 4 weeks, that is, since [REFERENCE DATE] in relation 
to the World Trade Center disaster. 
 
In the past 4 weeks, has [SUBJECT] often thought about what happened at the World Trade 
Center or what [he/she] saw? 
 
 

 1 YES 
 2 NO 
 DON’T KNOW  
  REFUSED 

HLTH37    
 In the past 4 weeks, has [SUBJECT] had problems falling asleep or staying asleep because of 

9/11? 
 
 1 YES 
 2 NO 
 DON’T KNOW  
  REFUSED 
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HLTH38   
 In the past 4 weeks, has [SUBJECT] had a lot of nightmares because of 9/11? 
  
 1 YES 
 2 NO 
 DON’T KNOW  
  REFUSED 

HLTH39    
 (In the past 4 weeks,) has [SUBJECT] tried not to think about the World Trade Center attack and 

does not want to hear about it or talk about it?    
  
 1 YES 
 2 NO 
 DON’T KNOW  
  REFUSED 

HLTH40     
  (In the past 4 weeks,) has [SUBJECT] avoided going places or doing things that might make 

(him/her) think about the attack?   
  
 1 YES 
 2 NO 
 DON’T KNOW  
  REFUSED 

HLTH41     
  (In the past 4 weeks,) has [SUBJECT] tried to keep away from people who might remind 

(him/her) of the World Trade Center attack?   
  
 1 YES 
 2 NO 
 DON’T KNOW  
  REFUSED 

 
HLTH42     
  (In the past 4 weeks,) has [SUBJECT] avoided thinking about the future or about things (he/she) 

might do when (he/she) are older because of 9/11?  
 
 1 YES 
 2 NO 
 DON’T KNOW  
  REFUSED 

HLTH43     
  (In the past 4 weeks,) has it been hard for SUBJECT to keep her/his mind on things or to 

concentrate because of 9/11?  
 
 1 YES 
 2 NO 
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 DON’T KNOW  
  REFUSED 

 
PTSD Scoring (Lifenet variable) 
 

IF HLTH17a + HLTH17b + HLTH17c + HLTH17d + HLTH17e + HLTH17f  < 12 AND 
HLTH19 + HLTH20 + HLTH21 + HLTH22 + HLTH23 + HLTH24 + HLTH25 + 
HLTH26 + HLTH27 + HLTH28 + HLTH29 + HLTH30 + HLTH31 + HLTH32 + 
HLTH33 + HLTH34 + HLTH35 = 45 – 49 SET LIFENET=1.   
 
IF HLTH19 + HLTH20 + HLTH21 + HLTH22 + HLTH23 + HLTH24 + HLTH25 + 
HLTH26 + HLTH27 + HLTH28 + HLTH29 + HLTH30 + HLTH31 + HLTH32 + 
HLTH33 + HLTH34 + HLTH35 >= 50 SET LIFENET = 1.   
IF AT LEAST 5 QUESTIONS BETWEEN HLTH36 AND HLTH43 = 1 SET 
LIFENET=1.   
 
ELSE SET LIFENET=0. 

 
HLTH44   
  [ASK IF LIFENET=1.  ELSE SKIP TO HLTH45.]  
 
  Before we continue, I want to let you know about a toll free number that you can call 24 hours a 

day, 7 days a week to get free counseling and other services:  1-800-LIFENET.  We will be 
sending you additional information about the services available through Life Net but I’d like to 
give you the number now in case [you/SUBJECT] want to talk with someone about September 
11th before you receive these materials in the mail.  

 
HLTH45     

[IF CURRENT AGE < 12 SKIP TO D1.]   
 
This next question is about smoking.  (Have you/Has SUBJECT) smoked at least 100 
cigarettes in (your/his/her) entire life?  (A pack is about 20 cigarettes.) 

 
 1 YES 
 2 NO  SKIP TO D1 
 DON’T KNOW  SKIP TO D1 
 REFUSED   SKIP TO D1 
 
HLTH46    
  Do [you/SUBJECT] now smoke cigarettes every day, some days, or not at all? 
 
 1 EVERY DAY         
 2 SOME DAYS 
 3 NOT AT ALL  SKIP TO D1  
 DON’T KNOW   SKIP TO D1 
 REFUSED   SKIP TO D1 
 
 



      
World Trade Center Health Registry, Data File User’s Manual 

 
 

  

A-63

 

HLTH47    
  How many cigarettes on average [do you/doesSUBJECT] smoke per day? 
  
  NUMBER: ______ [RANGE: 0 – 100] 
  DON’T KNOWR 
  REFUSED 
 
 
Demographic and Locating 
 
D1   Next, I’d like to get your Social Security Number. This information will only be used in case we 

need to contact you again in the future, or to match our data to other health registries, which may 
provide very important information about the long-term health effects of 9/11.  Giving us your 
Social Security Number is voluntary. What is your social security number?   

 
 NOTE:  CHINESE RESPONDENTS MAY REFER TO "WORKER CARD NUMBER" 

INSTEAD OF SSN.  IF SSN IS NOT APPLICABLE, ENTER "N/A" IN FIELD BELOW. 
  
 (NOTE:  THIS PROBE MUST BE READ BEFORE ATTEMPTING TO GET THE LAST 4 

DIGITS OF SSN:  The privacy of your answer  is protected by a Federal Certificate of 
Confidentiality.  This means researchers cannot be forced to disclose personal information about  
you (for example, by subpoena or court order.)  Giving us your Social Security number is 
completely voluntary and there is no penalty for not disclosing it.) 
 

  SSN:  _ _ _ - _ _ - _ _ _ _ 
 
 NOT APPLICABLE (NO SSN) 
 DON’T KNOW 
 REFUSED 
 

[SOFT EDIT CHECK:  DISPLAY IF D1=DK OR REF:  Will you tell me the last 4 digits 
only of [your/SUBJECT’s] social security number?  While not as useful as the whole 
number, the last 4 digits will help us to match to other health registries.]   

 
D2    
 (Are you/Is SUBJECT) Hispanic or (Latino/Latina)?   
 
 1 YES 

2 NO 
DON’T KNOW  
REFUSED 

D3   
 Which of the following would you say is [your/SUBJECT’s] race?   You may select more than 

one category. 
  
 1 White  
 2 Black or African American 
 3 American Indian or Alaska Native 
 4 Native Hawaiian or other Pacific Islander 
 5 Asian



      
World Trade Center Health Registry, Data File User’s Manual 
 
 

  

A-64

 

 6 (OTHER - SPECIFY: _____________________) 
 DON’T KNOW 
 REFUSED 
 
D4   
 The next question is about [your /SUBJECT’s] household income.  What was 

[your/SUBJECT’s] total household income in 2002 before taxes?   
 
 (As with any question in this survey, you may refuse to answer it if you like. Giving us 

[your/SUBJECT’s] income is completely voluntary.  We will keep your answer private.  If you 
choose to not give us your income, you can still participate in the Registry.)    

 
 
 1 Less than $10,000 
 2 $10,000 to less than $15,000 
 3 $15,000 to less than $25,000 
 4 $25,000 to less than $35,000 
 5 $35,000 to less than $50,000 
 6 $50,000 to less than $75,000 
 7 $75,000 to less than $100,000 
 8 $100,000 to less than $150,000 
 9 $150,000 to less than $200,000 
 10 $200,000 or more 
 DON’T KNOW 
 REFUSED 
 

[SOFT EDIT CHECK:  DISPLAY IF D4=DK OR REF.  We recognize that this information is 
personal.  Please remember that the answers you give will be kept strictly confidential 
and they will never be linked to your name.]   

 
D5  
 [SKIP IF AGE <15]   
 
 What is [your/SUBJECT’s] current marital status? Would you say . . .  
  
 1 Now married 
 2 Not married, but living with partner   
 3 Widowed 
 4 Divorced 
 5 Separated, or  
 6 Never married 
 DON’T KNOW 
 REFUSED 
 
D6   
 [ASK ONLY IF AGE=15 – 50 ON 9/11 AND GENDER=FEMALE.]   
 
 [Were you/Was SUBJECT] pregnant on September 11th, 2001? 
 
 1 YES
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 2 NO 
 DON’T KNOW 
 REFUSED 
 
 D7   
 What is the highest grade or year of school [you/SUBJECT] completed? 
 
 1 NEVER ATTENDED SCHOOL OR ONLY ATTENDED KINDERGARTEN 
 2 GRADES 1 THROUGH 8 (ELEMENTARY) 
 3 GRADES 9 THROUGH 11 (SOME HIGH SCHOOL) 
 4 GRADE 12 OR GED (HIGH SCHOOL GRADUATE) 
 
 
 
 
 5 COLLEGE 1 YEAR TO 3 YEARS (SOME COLLEGE OR TECHNICAL SCHOOL) 
 6 COLLEGE 4 YEARS OR MORE (COLLEGE GRADUATE) 
 7 POSTGRADUATE DEGREE (MASTER’S DEGREE, Ph.D., MD, JD, LLM) 
 DON’T KNOW 
 REFUSED 
 
D8 
 [IF AGE <12 ON 9/11, SKIP TO C1]   
 
 On September 11th, 2001, [were you/was SUBJECT] employed?  By employed, I mean working 

at a job or business or self-employed . 
 
 1 YES 
 2 NO  [SKIP TO D10] 
 DON’T KNOW  [SKIP TO D10] 
 REFUSED  [SKIP TO D10] 
 
D9  
 [SKIP IF E20=1 OR E21=1]   
  
 What company, organization or business did [you/SUBJECT] work for? 
 
 NOTE:  IF SELF EMPLOYED, AND NO COMPANY NAME  TYPE IN “SELF-EMPLOYED”.   
 
 ____________ 
 
D10   
 [SKIP IF CURRENT AGE< 12.]   
 
 (Are you/Is SUBJECT) currently employed at a job or business or self-employed? 
 
 1 YES 
 2 NO  [SKIP TO C1] 
 DON’T KNOW  [SKIP TO C1] 
 REFUSED  [SKIP TO C1] 
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Revised Contact and Locating Section 
 
C1  
 [SKIP IF ADDRESS IN ELIGIBILITY SECTION IS BLANK.] 
 
   We are nearing the end of the interview.  Before we end, I’d like to get some contact information 

from you.  In order to better understand the impact of the World Trade Center disaster, 
researchers may want to include [you/SUBJECT] in other studies.  These studies would be 
approved by the New York City Department of Health and Mental Hygiene to ensure that they 
are appropriately conducted.   

 
 Earlier, you reported that [your/SUBJECT’s] primary home address on September 11th, 2001 was: 
 
 [FILL ADDRESS VERIFIED IN E5.] 
 
 Is this still [your/SUBJECT’s] primary home address?   
 
 1 YES [SKIP TO C3] 
 2 NO  
 DON’T KNOW 
 REFUSED 
    
C2  
 What is [your/SUBJECT’s] current home address?   
  
 NOTE: PROBE FOR COMPLETE ADDRESS INFORMATION. 
 
 NUMBER AND STREET, APT. NO.,  
 CITY, STATE ZIP CODE  
 DON’T KNOW 
 REFUSED  
 
C3  
 [IF AGE < 18 SKIP TO C5.]   
 
 Now I’d like to record/verify [your/SUBJECT’s] phone numbers.   
 
 HOME PHONE: (     )_____________    DK REF 
 WORK PHONE:  (     )_____________  DK REF 
 CELL PHONE:  (     )_____________  DK REF 
  
C4  
 [Do you/Does SUBJECT] have an email address? 
 
 SELECT “NO” IF R DOES NOT HAVE EMAIL ADDRESS. 
 SELECT “DON’T KNOW ” IF R DOES NOT KNOW EMAIL ADDRESS. 
 SELECT “REFUSED”  IF R HAS EMAIL ADDRESS BUT WILL NOT PROVIDE THE 

INFORMATION.  
 
 1 YES (SPECIFY WORK AND HOME EMAIL ADDRESSES) 
 2 NO 
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 DON’T KNOW 
 REFUSED 
 
C5 
 [IF THIS IS A CASE WHERE  SPAWN=1, AT LEAST ONE ADDITIONAL INTERVIEW 

HAS BEEN CONDUCTED ON THIS CALL WITH THE SAME PERSON ON PHONE, SKIP 
TO CS1.] 

 
 [ASK IF PROXY.  ELSE SKIP TO C8]   
 
 Now I need some information about you, not [SUBJECT].  What is your home address?   
 
 
 
 (We need your contact information because we may want to collect more information about 

SUBJECT as part of a future study of the effects of the World Trade Center Disaster.) 
 
 NOTE: PROBE FOR COMPLETE ADDRESS INFORMATION. 
 
 NUMBER AND STREET, APT. NO.,  
 CITY, STATE ZIP CODE  
 DON’T KNOW 
 REFUSED 
C6  
 Now I’d like to record your phone numbers.   
 
 HOME PHONE: (     )_____________    DK REF 
 WORK PHONE:  (     )_____________  DK REF 
 CELL PHONE:  (     )_____________  DK REF  
 
C7  
 Do you have an email address? 
 
 1 YES (SPECIFY WORK AND HOME EMAIL ADDRESSES) 
 2 NO 
 DON’T KNOW 
 REFUSED 
 
C8   
 Is there someone who does not live with you who can always reach [you/SUBJECT]? 
 
 (We are collecting contact information on close friends or family members who don’t live with 

registrants in case we have problems getting in touch with [you/SUBJECT] as part of a future 
study.   Registry data may be analyzed for up to 20 years as new information is obtained about the 
effects of the World Trade Center disaster.) 

 
 1 YES 
 2 NO  SKIP TO CS1 
 DON’T KNOW  SKIP TO CS1 
 REFUSED  SKIP TO CS1 
 

[SOFT EDIT CHECK: IF C8=DK OR REF, DISPLAY:  Because of the necessity to track the 
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long term health effects of the World Trade Center disaster over time, information on 
how to get back in touch with [you/SUBJECT] is very important to the success of future 
studies.  Family members, such as parents and siblings, and close friends are usually the 
best source of this information.  Are you sure you don't know anyone who can always get 
in touch with [you/SUBJECT]?  Again, all of this information is kept strictly 
confidential.  We will never contact your friends or family for any other reason other than 
to get in touch with you.]   

  
C9  
 What is that person’s name? 
 
         FIRST NAME   MIDDLE INITIAL  LAST NAME   SUFFIX 
 DON’T KNOW 
 REFUSED 
 
C10  
 What is this person’s relationship to [you/SUBJECT]? 
 
 1 SPOUSE OR SIGNIFICANT OTHER 
 2 PARENT 
 3 SON/DAUGHTER 
 4 BROTHER OR SISTER 
 5 FRIEND 
 6 OTHER (SPECIFY: ________________) 
 DON’T KNOW 
 REFUSED 
  
C11  
 What is this person’s home address?   
 
  
 NUMBER AND STREET, APT. NO.,  
 CITY, STATE ZIP CODE  
 COUNTRY:______________________ 
 DON’T KNOW 
 REFUSED 
 
C12   
 What are this person’s telephone numbers?  
 
 NOTE:  IF YOU ARE ENTERING AN INTERNATIONAL NUMBER, THE NUMBER 

SHOULD BEGIN WITH 011. 
 
 HOME_____-____-______ 
 WORK ____-____-_____ 
 CELL  ____-____-______ 
 DON’T KNOW 
 REFUSED 
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C13   
 Does this person have an email address? 
 
 1 YES (SPECIFY WORK AND HOME EMAIL ADDRESSES) 
 2 NO 
 DON’T KNOW 
 REFUSED 
 
 
C14   
 Is there someone else who does not live with you who can always reach [you/SUBJECT]? 
 
 (We are collecting contact information on close friends or family members who don’t live with 

registrants in case we have problems getting in touch with [you/SUBJECT] as part of a future 
study.   Registry data may be analyzed for up to 20 years as new information is obtained about the 
effects of the World Trade Center disaster.) 

 
 1 YES 
 2 NO  [SKIP TO NEXT SECTION] 
 DON’T KNOW  [SKIP TO NEXT SECTION] 
 REFUSED  [SKIP TO NEXT SECTION] 

 
[SOFT EDIT CHECK: IF C14=DK OR REF, DISPLAY:  Because of the necessity to track 
the long term health effects of the World Trade Center disaster over time, information on 
how to get back in touch with [you/SUBJECT] is very important to the success of future 
studies.  Family members, such as parents and siblings, and close friends are usually the 
best source of this information.  Are you sure you don't know anyone who can always get 
in touch with [you/SUBJECT]?  Again, all of this information is kept strictly 
confidential.  We will never contact your friends or family for any other reason other than 
to get in touch with you.]   

  
C15  
 What is that person’s name? 
 
         FIRST NAME   MIDDLE INITIAL  LAST NAME   SUFFIX 
 DON’T KNOW 
 REFUSED 
 
C16  
 What is this person’s relationship to [you/SUBJECT]? 
 
 1 SPOUSE OR SIGNIFICANT OTHER 
 2 PARENT 
 3 SON/DAUGHTER 
 4 BROTHER OR SISTER 
 5 FRIEND 
 6 OTHER (SPECIFY: ________________) 
 DON’T KNOW 
 REFUSED 
 
 



      
World Trade Center Health Registry, Data File User’s Manual 
 
 

  

A-70

 

C17  
 What is this person’s home address?   
  
 NUMBER AND STREET, APT. NO.,  
 CITY, STATE ZIP CODE  
 COUNTRY:______________________ 
 DON’T KNOW 
 REFUSED 
 
C18   
 What are this person’s telephone numbers?  
 
 NOTE:  IF YOU ARE ENTERING AN INTERNATIONAL NUMBER, THE NUMBER 

SHOULD BEGIN WITH 011. 
 
 HOME_____-____-______ 
 WORK ____-____-_____ 
 CELL ____ - ____ - ______ 
 DON’T KNOW 
 REFUSED 
 
C19   
 Does this person have an email address? 
 
 1 YES (SPECIFY WORK AND HOME EMAIL ADDRESSES) 
 2 NO 
 DON’T KNOW 
 REFUSED 
 
C20   
 Is there someone else who does not live with you who can always reach [you/SUBJECT]? 
 
 (We are collecting contact information on close friends or family members who don’t live with 

registrants in case we have problems getting in touch with [you/SUBJECT] as part of a future 
study.   Registry data may be analyzed for up to 20 years as new information is obtained about the 
effects of the World Trade Center disaster.) 

 
 1 YES 
 2 NO  [SKIP TO NEXT SECTION] 
 DON’T KNOW  [SKIP TO NEXT SECTION] 
 REFUSED  [SKIP TO NEXT SECTION] 
 

[SOFT EDIT CHECK: IF C20=DK OR REF, DISPLAY:  Because of the necessity to track 
the long term health effects of the World Trade Center disaster over time, information on 
how to get back in touch with [you/SUBJECT] is very important to the success of future 
studies.  Family members, such as parents and siblings, and close friends are usually the 
best source of this information.  Are you sure you don't know anyone who can always get 
in touch with [you/SUBJECT]?  Again, all of this information is kept strictly 
confidential.  We will never contact your friends or family for any other reason other than 
to get in touch with you.]   
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C21  
 What is that person’s name? 
 
         FIRST NAME   MIDDLE INITIAL  LAST NAME   SUFFIX 
 DON’T KNOW 
 REFUSED 
 
 
C22  
 What is this person’s relationship to [you/SUBJECT]? 
 
 1 SPOUSE OR SIGNIFICANT OTHER 
 2 PARENT 
 3 SON/DAUGHTER 
 4 BROTHER OR SISTER 
 5 FRIEND 
 6 OTHER (SPECIFY: ________________) 
 DON’T KNOW 
 REFUSED 
 
C23  
 What is this person’s home address?   
  
 NUMBER AND STREET, APT. NO.,  
 CITY, STATE ZIP CODE  
 COUNTRY:______________________ 
 DON’T KNOW 
 REFUSED 
 
C24   
 What are this person’s telephone numbers?  
 
 NOTE:  IF YOU ARE ENTERING AN INTERNATIONAL NUMBER, THE NUMBER 

SHOULD BEGIN WITH 011. 
  
 HOME_____-____-______ 
 WORK ____-____-_____ 
 CELL ___ - ___ - _____ 
 DON’T KNOW 
 REFUSED 
 
C25   
 Does this person have an email address? 
 
 1 YES (SPECIFY WORK AND HOME EMAIL ADDRESSES) 
 2 NO 
 DON’T KNOW 
 REFUSED 
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CS1  
 As I said at the start of the interview, researchers may want [you/SUBJECT] to participate in 

other World Trade Center studies. Is it ok if the New York City Department of Health and Mental 
Hygiene calls [you/you on behalf of SUBJECT] in the future about other studies? 

 
 1 YES 
 2 NO  
 DON’T KNOW 
 REFUSED 
 
CS2  
 What about if the New York City Department of Health and Mental Hygiene mails health 

information [to you/to you on behalf of SUBJECT] once in a while, is that ok? 
 
 1 YES 
 2 NO  
 DON’T KNOW 
 REFUSED 
 
CS3 
 [IF CS1=2 AND CS2=2 SKIP TO CS4.] 
 
 [ASK ONLY IF C7=1]   
 
 Can we use your email address to send these materials? 
 
 1 YES 
 2 NO 
 DON’T KNOW 
 REFUSED 
 
CS4  
 Within 30 days after the interview, we will send you a letter thanking you for participating. You 

will also get a copy of the Fact Sheet which summarizes your rights as a research participant in 
the Registry.   

 
CS5    
 [ASK IF I3=2 OR 3 AND NO SPAWNS (INCLUDING TRIAGE CASES).] 
 
 Would you like to register anyone else at this phone number?   
 
 1 YES [START NEW INTERVIEW AT I6.] 
 2 NO 
 
SP1  
 [IF NO SPAWNS, SKIP TO CS6 AND CLOSE OUT INTERVIEW.] 
 
 Earlier in the interview, you said that there [was another person/were other people] living in 

[your/SUBJECT’s] household on September 11th, 2001.  [This person is/These people are] also  
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 eligible for the World Trade Center Health Registry.  To be sure that we have the most 
comprehensive list possible of people affected by the World Trade Center disaster, we’d like to 
try to interview [that person/those other people.] 

 
SP2 

 
 
 
 
 
 
 
Is . . .  

 
 
 
 
 
still living 
in the 
household? 

(Is (he/she) ) 
physically or 
mentally 
incapacitated, or 
otherwise 
restricted from 
completing an 
interview? 

 
 
 
 
 
Is (he/she) 
under the age 
of  18? 

 
 
 
 
 
ASK IF 
NECESSARY:  
(Is he/she) 
deceased? 

Person 1 Name 1=Yes 
2=No 

1=Yes 
2=No 

1=Yes 
2=No 

1=Yes 
2=No 

Person 2 Name 1=Yes 
2=No 

1=Yes 
2=No 

1=Yes 
2=No 

1=Yes 
2=No 

Person 3 Name 1=Yes 
2=No 

1=Yes 
2=No 

1=Yes 
2=No 

1=Yes 
2=No 

 
[IF DATE OF DEATH IS AFTER 9/11/01, PERSON IS ELIGIBLE FOR REGISTRY.] 

 
SP3  
 [FOR EACH PERSON LISTED AS NO LONGER LIVING IN HH, ASK THE FOLLOWING 

QUESTIONS.  IF SPAWN IS DECEASED, SKIP TO SP4.  ELSE SKIP TO SP6.] 
 
 We would like to contact [SPAWN] and add (him/her)to the registry.  What current telephone 

numbers do you have for [SPAWN]?   
 
 HOME PHONE: (     )_____________   
 WORK PHONE:  (     )_____________ 
 CELL PHONE:  (     )_____________ 
 
   What is [SPAWN]’s address?   
 
 NUMBER AND STREET, APT. NO.,  
 CITY, STATE ZIP CODE  
 
 Is that a home or work address? 
 
 1 HOME 
 2 WORK 
 
 What is [SPAWN]’s email address? 
 
 HOME: _______________________ 
 WORK: _______________________ 
 
SP4  
 [ASK OF ALL NAMES OF ELIGIBLE DECEASED, <18, AND INCAPACITATED.]  
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 [SPAWN] is eligible for the World Trade Center Health Registry, but this person will need a 
proxy respondent to answer the survey questions for him/her.  (A parent or guardian must respond 
for anyone under the age of 18.) 

 
 Who is the best proxy for [SPAWN]? 
 
 ENTER PROXY NAME:  ___________________ 
 
 IS PROXY  1 CURRENT RESPONDENT 

2 SOMEONE ELSE 
 
 

DOES PROXY LIVE IN HOUSEHOLD? 
 
1 YES 
2 NO 
 
IF NO, COLLECT PROXY PHONE NUMBERS. 
 
PROXY HOME PHONE: _________________ 
 
PROXY WORK PHONE: _________________ 
 
PROXY CELL PHONE: _________________ 

 
SP5  
 INTERVIEWER:  DETERMINE IF ANY OF THE LISTED SUBJECTS OR PROXIES ARE 

AVAILABLE TO DO THE INTERVIEW. 
 

 
SUBJECT NAME 

 
PROXY NAME 

 
Person 1 Name 

 
None 

 
Person 2 Name 

 
None 

 
Person 3 Name 

 
Person 1 Name 

 
 NOTE:  Hyperlinked name will start interview for that subject or proxy.   
 
SP6  
 [ASK IF NO NAMES ARE SELECTED]  Thank you for your time.  I’d like to call back later to 

complete the remaining (interview/interviews).   
 
 SKIP TO CALL. 
 
 
BRK.  
 ARE YOU SURE YOU WANT TO BREAK OFF THIS INTERVIEW? 
 
 1 YES [SKIP TO PHON] 
 2 NO [RETURN TO LAST QUESTION]
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PHON  
 So that I can call back to complete the interview, I'd like to record a home, work, and cell phone 

number if available.  Please note that since our main call center is in North Carolina, the number 
that will show up on caller ID begins with the North Carolina area code 919. 

 
 HOME PHONE: (     )_____________   
 WORK PHONE:  (     )_____________ 
 CELL PHONE:  (     )_____________ 
 
CALL  
 Would it be best that I call back on a weekday before 5:00 PM, a weekday after 5:00 PM, on the 

weekend, or anytime nights and weekends? 
 
 1 WEEKDAY BEFORE 5:00 PM 
 2 WEEKDAY AFTER 5:00 PM 
 3 WEEKEND 
 4 ANYTIME NIGHTS AND WEEKENDS  
 5 OTHER 
 
CS6  
 REMINDER:  THIS SCRIPT MUST BE READ VERBATIM FOR ALL INBOUND AND 

OUTBOUND CALLS – INCLUDING THE 1-800 NUMBER.  YOU MAY ADD A 
PERSONALIZED THANK YOU AFTER READING THE ENTIRE SCRIPT VERBATIM. 

 
 (That's the end of our interview.)  Thank you very much for participating in the World Trade 

Center Health Registry.   If you know of anyone else who might be eligible to be part of the 
World Trade Center Health Registry, please give them our toll-free number, 1-866-NYCWTCR ( 
1-866-692-9827) and encourage them to call us. 

 
 [R SHOULD HANG UP NOW.] 
 
IO1 
 (Please bear with me for a couple of seconds while I close out this interview and prepare 

for the next.) DID THE RESPONDENT DEMONSTRATE ANY SIGNS OF 
EMOTIONAL DISTRESS?   

 
 IF THIS INTERVIEW WAS BROKEN OFF TO MAKE AN IMMEDIATE LIFENET 

REFERRAL, COUNT SIGNS OF EMOTIONAL DISTRESS PRIOR TO AND AFTER 
THE BREAKOFF.   

 
 

1 YES   
 2 NO  [END INTERVIEW] 
 
IO2 
   PLEASE MARK ALL SIGNS OF DISTRESS DISPLAYED.    
 

IF A BREAKOFF DUE TO LIFENET REFERRAL WAS REQUIRED AND THIS IS 
THE SECOND TIME THIS QUESTION HAS BEEN ASKED, PLEASE ADD TO THE 
ANSWERS ALREADY DISPLAYED BELOW.  
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1 CHANGES IN TONE OF VOICE 
2 CHANGES IN VOLUME  
3 CHANGES IN ACE OF RESPONSES TO QUESTIONS 
4 CHANGES IN USE OF LANGUAGE, INCLUDING INAPPROPRIATE 

LANGUAGE 
5 CHANGES IN FOCUS ON QUESTIONS AND RESPONSES 
6 RESPONSES THAT DO NOT RELATE TO THE QUESTIONS ASKED 
7 HESITANCY IN RESPONDING 
8 REFUSAL TO RESPOND 
9 SOBBING AND CRYING SOFTLY 
10 OPEN WEEPING 
11 OTHER VERBAL SIGNS OF DISTRESS 
12 AGITATION 
13 TAPPING HANDS AND FEET 
14 FIDGETING IN SEAT 
15 STANDING UP 
16 WALKING AROUND 
17 LEAVING THE AREA  

 18 OTHER NON-VERBAL SIGNS OF DISTRESS 
 
 
IO3.  

WHAT LEVEL OF DISTRESS DID YOU ASSOCIATE WITH THE SIGNS 
DISPLAYED? 

 
 IF A BREAKOFF DUE TO LIFENET REFERRAL WAS REQUIRED, PLEASE 

REPORT THE HIGHEST LEVEL OF DISTRESS DISPLAYED DURING ALL 
PORTIONS OF THE INTERVIEW (BOTH BEFORE AND AFTER THE BREAKOFF). 
 
1 LEVEL 1 ─ MILD 
2 LEVEL 2 ─ MODERATE 
3 LEVEL 3 ─ SEVERE 

 
 
 
IO4. PLEASE MARK ALL ACTIONS TAKEN DURING THE INTERVIEW.  
 

IF A BREAKOFF DUE TO LIFENET REFERRAL WAS REQUIRED AND THIS IS 
THE SECOND TIME THIS QUESTION HAS BEEN ASKED, PLEASE ADD TO THE 
ANSWERS ALREADY DISPLAYED BELOW.   

 
 1 OFFERED TO TAKE BREAK, BUT DID NOT 
 2 TOOK A BREAK  
 3 STOPPED INTERVIEW 
 4 MADE A LIFENET REFERRAL 
 5 CALLED LIFE NET  
 5 CALLED 911 
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IO5. DO YOU HAVE ANY OTHER COMMENTS ABOUT THE EMOTIONAL DISTRESS 

DISPLAYED AND YOUR RESPONSE TO THE SITUATION? (IF YOU CALLED 
LIFENET, PLEASE ENTER THE CALL NUMBER THAT THEY GAVE YOU) 

 
IF A BREAKOFF DUE TO LIFENET REFERRAL WAS REQUIRED AND THIS IS 
THE SECOND TIME THIS QUESTION HAS BEEN ASKED, PLEASE ADD YOUR 
COMMENTS TO THE TEXT ALREADY DISPLAYED BELOW.   

 
 [END INTERVIEW] 
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